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Abstract 
 
This thesis explores the concepts and frames of living kidney donors through 
the use of recorded and transcribed conversations between living kidney donor 
patients and their transplant team.  It offers insight into the expectations of living 
kidney donors as they prepare themselves to gift a kidney to someone they know.  
Living kidney donor frames are represented as particularly resilient and well-defined, 
shielding them from messages delivered by their transplant team.  Those frames 
incorporate their acceptance as living kidney donors, the risk to themselves and their 
own personal definitions of autonomy and choice.    
With the intention of using phenomenological discourse analysis to examine 
the recorded and transcribed data, ten potential living kidney donors and their 
recipients were invited to take part in a PhD project entitled the Living Donor Study at 
the Princess Alexandra Hospital, in Queensland Australia.  Transcriptions were 
analysed using line-by-line and axial coding and living donor transcripts were 
repeatedly compared with one another in order to reach an appropriate level of 
saturation and provide evidence of re-emerging concepts and frames. 
Data for the Living Donor Study were obtained during the living kidney donor’s 
initial transplant assessment clinic visit. The purpose of this project was to examine 
prospective accounts of the living donation experience using conversations with their 
transplant team as opposed to using retrospective questionnaires and interviewing 
methods.  By eliminating much of the subjectivity that is common in ex post facto 
interviews, I was able to identify many of the concepts that assist living kidney 
donors in framing their experience and how those frames impact upon their 
expectations of the transplant assessment clinic and their upcoming donation.   
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Additional findings within the Living Donor Study include how fundamentally 
different frames regarding informed consent and patient risk were exhibited by the 
transplant team compared to those of the living kidney donor cohort.  This created a 
complex asymmetry that not only encompassed differing patient and clinician 
expectations but also stemmed from the unusual dynamic of a healthy patient in 
consultation with their doctor as opposed to a sick one seeking treatment.   
This research assists in creating a better understanding of living kidney donor 
expectations and will have implications with respect to how transplant experts may 
choose to review their interactions with their donor patients.  Further it identifies how 
the tightly held living donation frames of the transplant team prevent them from fully 
acknowledging the manner in which living kidney donor patients regard informed 
consent, autonomy and personal choice.    
Based upon the declarations made by living kidney donors during the 
transplant clinic and the manner in which they volunteered information and answered 
questions posed to them by their team, living kidney donors have a well-entrenched 
set of expectations about their donation and their ability to manage their agendas 
and perception of risk is well developed.   
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CHAPTER 1 
INTRODUCTION 
1.1 Project Genesis 
The onslaught of entertainment, education, professional training, and media 
exposure surrounding organ donation and transplantation creates influences that 
serve to shape our ideas and opinions on the topic (Morgan, Harrison, Chewning, 
Davis & DiCorcia, 2007; Yoo & Tian, 2011) and the very nature of those influences 
also impact upon our ability to frame organ donation (Druckman & McDermott, 
2008). Whether it is to donate our organs after we die or to consider living donation, 
for those of us willing to contemplate such options, making a choice to donate our 
organs not only forces us to search deep within ourselves in order to find answers to 
questions we may not have asked ourselves previously, but it also pushes health 
professionals, legal minds and ethicists to continually revisit practice and seek out 
advice regarding both deceased and living organ donation.   
This research focuses on living donor patient frames.  Though the various 
scholarly definitions of frames will be discussed at length further in this chapter, for 
the purposes of this project, frames may be defined as scaffolds that hold our 
experience, ideologies and values.  They create a reference from which we are able 
to communicate our choices and desires to others in given situations.   
Through their research of how the media impacts the frames of the public 
regarding deceased donation and transplantation, Morgan, et al. (2007), identified a 
number of competing frames that are perpetuated by media and then often 
embraced by public.  ….   of those frames are recognisable as particularly negative 
by the greater transplant community. For instance, deceased donors may be seen as 
a form of spare parts and the rich may have an advantage in acquiring 
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transplantation. Other polarising frames regard organ donors as “good” people (p. 
148) as they are most often portrayed positively on television.  I found these 
conclusions provocative, but they did not address how living donors may view 
themselves or how they frame their experiences leading up to their donation. 
This thesis examines the conversations between potential living kidney donor 
patients and their transplant team members during their initial visit to the transplant 
assessment clinic.  This is supplemented with transcripts from a small retrospective 
panel of living donors who agreed to be recorded while they reflected upon their past 
donation experiences.  The aim of this PhD project entitled “The Living Donor Study” 
is to ascertain how living donors frame their donation experience and how they 
articulate their expectations of their donation to their transplant team. 
 For almost two decades I have worked within this highly specialised medical 
and scientific field, first as a donor coordinator and then transplant manager at the 
Princess Alexandra Hospital in Brisbane.  For much of that time I have acted as the 
voice for the deceased in order to represent their wishes to donate as well as 
advocating for family members of the donor as they make their way through the 
organ donation process so that others may receive transplantation.   The “gift” is the 
word most families used when they spoke of their choice to donate and their 
expectations of a successful transplant to their unknown recipient.  Organ donation 
becomes an unchallenged altruistic act with the very utterance of the word “gift”.  In 
contrast, my recent experiences in the transplant assessment clinic began to 
challenge my idea of altruism.  The manner in which living donors used the word ‘gift’ 
was accompanied by a layer of complexity that conflicted with my own definitions of 
organ donation and gift-giving.   Based upon these experiences, my own views of 
donation and how I frame its processes have changed and matured over time.   
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Long gone is the idea that those choosing to donate their loved one’s organs 
after death do so out of a genuine but simplistic ideal that donation is the “right thing 
to do”.  Gone is the utilitarian view that the death may be inevitable but life can be 
sustained for another if the choice to donate is made.  Instead, what exists for me is 
a fragile belief that both donor families who are locked in the grief of their loved one’s 
death and recipient families who experience their own grief in the sharp 
understanding that death awaits their loved one without a transplant, demonstrate an 
element of hope in their own individual way.  Donor families hope that they may 
spare another family the pain of tragically losing someone they love while recipient 
families hope that someone will save their loved one from death without the 
intervention of a transplant.  Hope is the common spark of unspoken understanding 
between families that will likely never meet.  In more recent years, my profession has 
led me to focus upon living kidney donation and the healthy patients who present 
themselves to a highly clinical environment where hope again plays an integral role 
in the lives of both waiting transplant recipients and those who wish to execute their 
desire to donate a kidney to someone close to them.  
1.2 Living Donor Study Focus 
Similar to many researchers (Cordella, 2004; Barnett, 2006; Druckman & 
McDermott, 2008; Katznelson & Bramstedt, 2009; West, 1983), I have found that the 
communication between health care providers and living kidney donors is complex. It 
brings into focus elements of patient risk, professional liability, cultural beliefs, 
societal expectations and familial obligation. This would certainly appear to be the 
case within the living kidney donor transplant clinic, and while my previous Master of 
Communication research delved into the wishes and decisions of those who in life 
chose to donate after death, I became curious about the concepts and expectations 
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that living kidney donors embrace as they consent to donate to someone they know 
and as they begin their living kidney donation journey1.  How do they frame their 
donation experience?  What are the concepts that assist them in forming those 
frames?  How do their frames about their donation impact upon their expectations of 
their transplant team?  Finally, are those living kidney donor frames altered by 
messages presented by the transplant team to them during the assessment clinic?  
Answering these questions could have positive implications in terms of professional 
practice and interactions between transplant specialists and their living donor 
patients, but moreover would assist in bringing clarity to assumptions that transplant 
clinicians make regarding living donor patients about informed consent, autonomy 
and personal choice. 
In an attempt to better understand living kidney donor experiences, I began by 
familiarising myself with Vicky Young’s (2007) PhD dissertation, The Experience of 
Living Kidney Donors.  Disenfranchised Grief, Before, During and After Donation.  As 
a living kidney donor herself, she brought to her project a focus on the grief often felt 
by living kidney donors, a particular perspective not often seen in the literature.  By 
her own admission, Young had refrained from speaking about her decision to donate 
because of her concerns that family members and friends would attempt to change 
her mind.  She proceeded to donation with single-minded determination only to look 
back on her experience and wish that she had “known” of some of the risks and side 
effects of living kidney donation.  Though Young notes that she is happy that she 
successfully donated to her friend, she states that she wishes that in hindsight she 
had seen things more clearly (pp. 5-11). 
                                               
1
 The use of the word ‘journey’ may seem cliché, however, it serves a distinct purpose in that when 
living donor patients discuss their donation experience retrospectively, they will often make reference 
to their ‘journey’ as opposed to ‘process’ or ‘treatment’.  The word has become living donation jargon 
and is incorporated into numerous written and on-line education and resource material. 
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Even with Young’s unique perspective, like other projects, her research only 
focuses on results that were derived from questionnaires and interviews that 
required the living kidney donor participants to look into the past and remember their 
experiences.  Additionally, living kidney donor participants can easily address 
questions in a manner that they think a researcher would expect them to answer as 
opposed to how they truly recall or feel about various pieces of their donation. 
It became clear after further investigation that though much was written about 
living kidney donor outcomes from a clinical point of view, there was little written 
about the prospective expectations of living kidney donors.  Available research and 
published papers tend to review the experiences and feelings of living kidney donors 
based upon their ability to recall their experience.  The method for Young’s research 
was similar.  Surveys were sent to past living kidney donors in hopes of receiving a 
response.  When one was received, documentation of their donation could only be 
analysed through the subjective lens of the living kidney donor months and years 
after it had occurred.  Along with surveys, researchers conducted open interviews.  
Testimonies obtained from living kidney donors indicated positive experiences 
overall with little evidence of regret on the part of the participant (Lennerling, 2003; 
Lennerling & Nyberg, 2004; McGrath, Pun & Holewa, 2012).   Notably, Annette 
Lennerling (2003, 2004) has spent many years as a transplant coordinator, 
representing and advocating for living kidney donors.  Lennerling’s PhD thesis 
(2004), The Essence of Living Kidney Donation, sparked a number of research 
projects that explore living kidney donor attitudes.   The method used to seek out 
and identify motivators in living kidney donors was similar research and 
predominantly relied on responses received to surveys sent to patients after their 
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donation. Much of Lennerling’s work has been based upon self-reporting and living 
kidney donor reflection. 
I became curious to learn if there was an overarching ‘happiness’ frame that 
when embraced by living kidney donors, proved powerful enough to  provide comfort  
with their choice to donate.  If so, could that frame be impacted by their transplant 
team during their living kidney donor assessment clinic discussions?  Moreover, is 
their happiness derived from their ability to help another, the influence their donation 
had upon their own lives or other contributing factors found within families and social 
circles that might lead to their overall feeling of well-being post donation?  I wished to 
see if the conversations and interactions living kidney donors have with their 
transplant team are reflective of the experiences and recollections of previous living 
kidney donors in earlier studies.  In Chapter Four, I discuss these comparisons in 
further detail.   
By identifying the concepts and frames of living kidney donors as they venture 
through the transplant clinic, the transplant team would be able to better understand 
the expectations of their living kidney donor patients and assist them in addressing 
areas of the consultation that may be less effective or hindered by lack of 
understanding by either party.  If advocacy for living kidney donors is to play a part in 
the assessment process, then identifying living kidney donor concepts and 
expectations should assist transplant experts in ensuring fair and appropriate 
representation of living kidney donor patients (Simmons, 1987).  As a donor source, 
35-40% of kidneys for transplant in Australia come from living donors (Australia New 
Zealand Transplant Registry [ANZDATA], 2011), making this an opportune time to 
pursue this type of research.  
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1.3 Concepts and Frames 
The term “frame” is defined differently throughout the literature.  Gitlin (1980), 
defines frames as a selection and emphasis on concepts composed of little 
unspoken theories about what exists, what happens and finally, what matters.  As a 
renowned sociologist and researcher of social movements, he argues that frames 
are continuing patterns of cognition, interpretation and presentation.   
An additional description of frames is provided by Entman (1993) who states 
that frames “promote a particular problem, definition, causal interpretation, moral 
evaluation and treatment recommendation for the item described” (p. 54).  Additional 
explanations and applications of frames will be discussed in further detail in Chapter 
Two, but these core definitions from Gitlin and Entman inform the perspective of this 
thesis.  With the intention of identifying similarities and differences between living 
kidney donors and their transplant teams, I hoped to distinguish how living kidney 
donor participants frame their ideas and expectations of their donation.   “Concepts” 
fit nicely into the definitions of frames given by Entman and Gitlin and provide further 
clarification for this research, and for the purposes of this project.  Concepts can be 
characterised as ideas that are lexicalised within the text.  When concepts are 
intricately interwoven with individual beliefs, feelings and values that I will refer to as 
attitudes, a frame is formed.  This formulation is useful when distinguishing living 
kidney donor frames from concepts that coalesce differently in the representation of 
each individual but nonetheless, remain notoriously difficult to identify and analyse 
(Maher, 2001).   
Frames assist in further consolidation of what living kidney donor patients 
expect from their transplant team, their families and themselves during their 
assessment.  In the case of the Living Donor Study participants, the goal was to 
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allow their frames to accomplish four functions as established by Gamson (1975) 
and Entman (1993).   
First, I hoped that living kidney donor frames would “define a problem” and 
would be determined by personal benefit or detriment.  The problem could be 
considered as simple as the recognition that an individual is aware that their loved 
one is ill and recovery is unlikely without intervention.  Secondly, their frames would 
“diagnose cause” by identifying the problem and suggesting what might be creating 
it.  Causal frames are more complicated in that the creation of a problem could be 
perceived from many viewpoints.  For instance, a potential donor might see the 
predicament as being caused by an external force or problem like the disease 
affecting their loved one’s kidney, but they could also see the source of the problem 
within themselves.  This is potentially more likely with the diagnosis of a congenital 
condition passed from parent to child and could easily lead to a “guilt” frame.  In that 
instance the problem becomes deeply personal, as do the “moral judgements” that 
follow.  Moral judgements are the third function defined by frames of a potential living 
donor and these frames are informed and influenced by personal experience.  The 
final function “suggests remedies” by justifying behaviours i.e., the reason for 
donating, and the likely effects of such an action.  This example illustrates how each 
frame development is underpinned by the preceding frame and its function.  
Therefore, though patterns emerge, each living donor’s ability to frame their 
experience is unique. 
1.4 Aims of the Living Donor Study 
To better identify the concepts and frames of living kidney donors, it was 
necessary to create a project that allowed me to look more prospectively at the 
experiences of living kidney donors.  I hoped to capture how they framed the living 
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donation process and what their expectations of their impending donation were 
during their time spent in the transplant clinic.  While there is much written about the 
legal and ethical requirements of transplant professionals to ensure that living kidney 
donors make informed decisions, remain autonomous and understand the risks 
involved (Spital, 2001, 2004, 2008; Spital & Taylor, 2006; Price, 2000; Steiner, 2008; 
Somerville, 1979; Simmerling, 2005; Nolan, Walton-Moss, Taylor & Dane, 2004), 
there is very little that examines how living kidney donors view these areas 
pertaining to their own donation.   
My own experiences working with living kidney donors as well as with the 
transplant team led me to consider that the context in which these two groups frame 
expectations and ideas of decision-making are profoundly different.  This is mainly 
due to the distinctly different points of origin from which the functions that underpin 
their frames are drawn.  For instance, a member of the transplant team is likely to 
convey messages and processes surrounding living donation in a manner that in 
keeping with clinical and ethical expectations of their hospital organisation or 
professional peers.  Decision-making frames for patients, however, are likely to be 
largely based upon social and familial expectations that will lead to a healthier life for 
a loved one.  Professional and patient frames and their expectations will be 
discussed in further detail in the next chapter. 
By recording dialogue and then reviewing the transcripts generated from the 
discussions between living kidney donors and their transplant team, an opportunity 
was created to study the interaction between the transplant team and the healthy 
living kidney donor patients and identify conceptual linkages between similar frames 
and individual objectives or “agendas”.  By using recordings of the living kidney 
donor patients, I hoped to eliminate much of the subjectivity and discrepancies in 
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patient recall that is evident in retrospective survey-based studies.  This would be 
achieved by using a more phenomenological approach to doctor-patient transcripts, 
correlating the concepts found within the transcripts using more traditional analysis 
methods and through the use of a text-mining program called Leximancer. I found 
Leximancer especially helpful in the visualisation of living kidney donor frames due to 
its illustrative programming and it proved useful in bridging both social science and 
health discourses that living kidney donation straddles. 
This visualisation process was helpful as transplant specialists rely on 
evidence-based findings and more rigid definitions of informed consent, autonomy 
and risk, whereas social science and communication researchers tend to focus on 
the meaningful layers underneath those definitions that are often out of reach to the 
transplant team.  Leximancer was effective in visualising a balance between the two 
in terms of illustrating patient and professional frames.   
1.5 Practical Steps 
 The project received Human Research Ethics Committee (HREC) approval 
from Queensland Health and the University of Queensland.  In addition National 
Ethics Application Forms (NEAF) and Site Specific Applications (SSA) were 
submitted to comply with State and National research guidelines.  Consents for 
participation were obtained from living kidney donor participants and their recipient 
pairs.   It was hoped that the analysis of ten patient pairs that would generate 30 
interviews would provide a sufficient amount of data to identify recurring frames.  
Recurring frames within the group created “themes” that repeatedly conveyed 
messages of importance to the living donors. A sampling of this size has shown to 
be an acceptable range of participation to elucidate frames, perspectives and 
experiences (Creswell, 1998; Morse, 1995; Guest, Bunce & Johnson, 2006).  
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Further, ten patient pairs participants would represent approximately 25% of the total 
number of living kidney donors that were able to proceed to donation at the 
transplant centre research site for the calendar year.  There was scope to obtain 
additional pairs if necessary but given the personal nature of the research that 
involved voice recordings in private doctor consultations, there was concern that 
though living donor pairs could be identified, there could be difficulty in obtaining 
consent for participation in the study.  
 Additionally, professional consents from staff members participating in 
consultation sessions were also obtained and all participant transcripts were blinded. 
Each transcript was given a code to limit identification and to adhere to confidentiality 
practices within the context of the HREC approval.  At the commencement of the 
living kidney donor invitation period, it was anticipated that this portion of the Living 
Donor Study might take up to a year in order to successfully invite, consent and 
record up to ten living kidney donor participants and their recipient pairs. All 
recordings, however, were completed within eight months of the first consent.  I 
found this interesting as I had anticipated that there would be living kidney donors 
who chose not to participate because they didn’t wish to be recorded during an 
encounter that they considered private.  Instead, though there were occasions when 
participants were excluded for technical reasons e.g. audio recording failure, over 
the course of the seven month engagement to participate period, not one living 
kidney donor patient refused an offer to take part in the Living Donor Study. 
 Their eager participation may be attributed to a number of factors including 
their desire to tell their stories and garner support for their donation.  I am cognisant, 
however, that their choice to participate may have also been related to my ethical 
duty to fully disclose, at our first meeting or telephone conversation, my professional 
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role as the Manager of Transplant Services as well as the primary researcher and 
there may have been concern that by declining an invitation to participate, it might 
hinder their goal to donate a kidney in some way. 
1.6 Living Kidney Donor Stories 
  
Before the living kidney donor stories can be told, it is necessary to look more 
closely at the literature in order to determine how the varying professions are 
represented within the field frame living donation and transplantation.  Chapter Two 
takes an in-depth look at the professional frames and expectations of transplant 
clinicians, ethicists, anthropologists and others.   Some share similar views, while 
others have polarised ideas on practice and what they state they believe living 
kidney donor patients expect from their experience. 
From there, the methodology for the Living Donor Study is outlined in Chapter 
Three.  I describe how text analysis is used to determine patient concepts and 
frames.   Explanation is also given for the use of Leximancer, a concept mining 
software program that works in conjunction with case studies to highlight strong 
frames and re-occurring themes that are reflected within the transcripts (Appendix 
A).   
Chapter Four focuses on three different case studies drawn from the living 
kidney donor transcripts.   Strategies used by the living kidney donor patients during 
the course of their conversations with the transplant team are identified and 
discussed.  Those strategies and conversation techniques serve to highlight the 
strength of commitment from living kidney donors.  The case studies also provide 
examples of doctor-patient asymmetry and verbal sparring between transplant team 
and living kidney donor as both attempt to convey their own messages to the other. 
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This thesis then moves toward elements of perceived risk on the part of the 
living kidney donor as compared to the identified risks that are communicated by the 
transplant team.  Chapter Five discusses how already existing living kidney donor 
frames within the context of “risk” and “conviction” impact upon their ability to hear 
messages given to them by their transplant team.  I then examine how living kidney 
donor patients measure their own risk against their choice to donate and moreover, 
how they manage that risk with their families and loved ones.  It also demonstrates 
how their acceptance of risk related to their donation is conveyed to their transplant 
team. 
The Living Donor Study transcripts lead from the living kidney donor’s 
acceptance and management of risk to the concepts that assisted them in framing 
their decisions and choices to donate.  Chapter Six looks at many formulations of 
choice and briefly touches upon a number of views regarding free will and choice 
that may have influenced living kidney donor decisions.  It then explores how ‘good’ 
decisions as defined by the transplant expert may not be in keeping with the ‘happy’ 
choices made by living kidney donors, the strength and reasoning behind their 
choice to donate and the fear they express of being kept from donating to their loved 
one. 
As each living kidney donor began to relate their story, it became clear that 
though the destination for each was similar, their journeys were unique.  The 
elements of sadness, happiness, anger and frustration were clearly conveyed within 
the transcripts and as they spoke of these emotions and their desire to donate their 
kidney to someone they loved; they did so with strength of conviction.  Although I 
was limited by what they were willing to verbally convey, my sense is that in most 
cases the will to donate amongst the living kidney donor participants was sincere but 
 27
also strategic.  Living kidney donor patients demonstrate strategies, including 
impression management that will be discussed further in Chapter Five,  that they 
employ to further their commitment within the assessment clinic and as healthy 
patients.  They present themselves to their transplant team with a level of confidence 
and conviction that is not often seen in a doctor-patient interactions.  The transcripts 
serve to highlight the unusual nature of living kidney donor consultations as well as 
how ideas of altruism, gift-giving and decision-making are often complicated by 
elements of family responsibility, guilt and personal interest. 
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CHAPTER 2  
LITERATURE REVIEW 
If you can, help others, if you cannot do that, at least do not harm them.  
Dalai Lama XIV 
 
2.1 Patient Expectations 
 Living donation represents roughly 35-40% of the renal transplants that occur 
in Australia, the United States and a handful of countries in Europe (VanGelder, 
Manyalich, Costa & Paez, 2009; Excell, 2010; Transplant Living, 2010) and what 
was once considered an act of altruism and heroism (Delmonico, 2008) is now a 
routine occurrence all over the world.  As living kidney donation becomes more 
common, many overseas transplant centres employ donor advocates.  Their role is 
to represent living donor interests without bias towards the recipient (Katznelson & 
Bramstedt, 2009; Druckman & McDermott, 2008).  The role of donor advocates is a 
more recent measure given that research provided well before the implementation of 
the role of advocates indicated 78% of donors knew they would donate and 62% 
made an immediate choice to do so before participating in a formal consent process 
(Simmons, 1987).  The use of advocates raises a series of questions that are helpful 
in orienting my research.  First, how do living kidney donors feel about their 
experience and how do they communicate this?  Second, what do living kidney 
donors convey about what they know early in the process that impacts upon their 
donation experience?  Lennerling and Nyberg’s research (2004) on living kidney 
donors indicates that the majority of donors report after their donation that they are 
happy with their decision.  However, even with the use of donor advocates, there are 
still significant issues.  For instance, Fellner and Marshall (1970) believe that 
informed consent may be difficult to acquire because autonomy and society are often 
inseparably linked (Homan, 2003).  A fully informed and individual decision is difficult 
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if not impossible to achieve and patients may allow information to travel in one ear 
and out the other due to their predetermined concepts and frames about donation.  A 
living kidney donor’s decision for a particular outcome may supersede any desire on 
their part to absorb information that they may deem as superfluous and less likely to 
impact their choice to donate.   
Further, how is one to disconnect oneself from their circumstance to such a 
degree that they may achieve a fully informed decision-making process when their 
child or partner may be in need of a transplant?  In this situation it is unlikely that the 
decision whether or not to donate is made without consideration of these factors and 
that could compromise their ability to weigh any risks to themselves with absolute 
clarity.    Is it possible that predetermined patient frames may be so entrenched that 
medical advice and discussion may not be fully heard and regarded during their 
consultation?  Might professional frames centred on potential risk to the patient while 
attempting to encourage ‘happiness’ with the decision inhibit the doctor’s ability to 
communicate either element as succinctly as required?  These are considerations for 
parents who are placed in a position to donate a part of their liver in order to save 
their child’s life and transplant specialists at the Princess Alexandra Hospital are 
keenly aware of this potential obstacle to informed consent (Fawcett, 2012, personal 
communication).   
 Transplant experts and patients may find maleficence and patient autonomy 
to be an insoluble issue (Preston, personal communication, July, 2011) when the 
desire to donate is so strong that a patient may elect to accept the physical risks of 
their decision in order to exercise their choice to help another.  In this instance, the 
role of family and friends cannot be underestimated.  The bond obligation as 
described by Benner (2002), gift-giving and exchange as defined by Mauss (1970), 
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and Davis (1972), as well as gender imbalance within the living donation setting are 
not easily anticipated.  This is highlighted by data provided by Mohsin, et al. (2007) 
and Decker, Winter, Brahler and Beutel (2008), that show of medically suitable living 
donors, more women than men will donate their organs.  This occurs to such an 
extent that women are considered a more vulnerable group and may succumb more 
easily to subtle pressures to donate (Dobson, 2002).  It is not surprising that a living 
kidney donor’s autonomy and freedom of choice without concern of coercion (Spital, 
2001) remains in the forefront of the multi-disciplinary2 living donor assessment 
process in countries like Australia and America.  
Examining the intermingling of social attitudes and values, ethical and legal 
expectations, psychosocial connections and emotions of living donors are the 
overarching purposes of this project.  These represent only a few of the factors that 
form the basis for living kidney donors to frame their experience.  Research in a 
number of countries including Sweden, home of Lennerling (2003), the United States 
(Waterman, et.al., 2004) and Australia where McGrath, et al. (2012) have spent the 
last five years obtaining and examining longitudinal surveys of living donors, indicate 
an overall satisfaction with the living kidney donor’s decision to donate.  Intention to 
donate, however, does not necessarily equate to knowledge of process (Browne & 
Desmond, 2007) and this research also does not inform us how donors perceive 
their experiences during their assessment and prior to the actual operation.  The 
value of this information seems compelling, although admittedly difficult to pinpoint.  
A clearer understanding of living kidney donor framing would assist in guiding 
                                               
2
 Nephrologists (renal physicians) and surgeons make up only two parts of a large multi-disciplinary team that 
includes social work, psychiatrists, nursing staff and others whose role within Australian transplant centres is 
to assess and manage both living kidney donors and recipients.  It is a requirement that different nephrologists 
evaluate the living donor and recipient. 
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transplant professionals in their education, consultation and consent processes with 
living kidney donor patients. 
2.2 Communication Frames 
 According to cognitive linguist, George Lakoff, the term “framing” or “frame” is 
a mental structure that we use in thinking.  He argues that all words spoken are 
defined relative to those frames (2003) and linguistic formulations may seem unique.  
This can make frames difficult to identify.  Further complicating the use of frames for 
analysis, the literature is saturated with slightly differing definitions of the term.  
These definitions of frames are so variable that scholars must query whether they 
are talking about the same thing (Maher, 2001).  Frame definitions have evolved and 
changed since Erving Goffman (1981) wrote Frame Analysis in 1974.  Whether the 
frame is planned as Paul D’Angelo (2010) asserts or affects a particular outcome as 
Tversky and Kahneman (1981) show, there is considerable disagreement as to 
whether framing is an active process or a subconscious one that is possibly driven 
by factors that include our own society and culture.   Edelman (1993) argues that 
what we know of the social world is dependent and may rely on how we frame and 
interpret the cues we receive from all around us. Though individual framing may 
happen subtly, the complexity and sophistication surrounding the formation of 
individual frames is undeniably powerful. 
 Phenomenologically minded philosophers such as Merleau-Ponty (1962) note 
that experience occurs as a bodily event before judgement.  In other words, we are 
framing as we are doing.  Sociologist William Gamson (1975) indicated when he 
reviewed Erving Goffman’s Frame Analysis,that we frame our world and organise 
our experiences based upon our practical participation in the moment well before we 
reflect upon them as a memory of past occurrences.  What this study takes from 
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these views is that a patient’s ability to frame their living donation event is fluid and 
possibly alterable by the discourse between themselves, their family members and 
the health care professional.  At the same time, frames can be resilient to change. 
While this may seem contradictory, the manner in which a living donor frames an 
argument differs depending upon their audience e.g. their surgeon or social worker.  
The shift in communication tactics doesn’t imply that the underlying frame that is 
based upon the living donor's past experiences and present expectations has 
changed. Much like a rubber band that snaps back into its original form when no 
longer stretched, living donor frames may appear pliable but in fact are not easily 
altered.  The ethnography of doctor-patient communication seems to confirm this in 
general (Atkinson & Heritage, 1984; Fisher, 1984; Foucault, 1973) and living 
donation seems no exception as Chapters Four, Five and Six will show.  A great deal 
has been published about additional influential factors that lead to living kidney 
donation (Binet, et al., 1997; Lennerling & Nyborg, 2004) including the desire to help 
another or “out of love”, auto-coercion or subconscious expectations of exchange.   
Though there is disparity regarding the definitions of frames and their origins 
as well as the methods used to approach framing, this research defines living donor 
frames by focussing on the language used within the transplant assessment clinic to 
analyse their experiences and expectations of their donation.   It examines how 
textual content may be interpreted in order to identify and prioritise living donor 
frames based upon not only what they say is important to them and what they 
communicate using words but also what they omit from their dialogue during the 
doctor-patient interaction.   
Tankard (2001) offers that the importance of powerful frames stem partially 
from the impact on  what Morgan, et al (2007) call “cognitive and affective 
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responses” (p. 114). Using a phenomenological approach, this project may be able 
to distinguish powerful frames like the ‘positive’ frame identified in Lennerling & 
Nyborg’s (2004) research, in advance of a living kidney donor’s donation, that may 
later lead patients to state they have little regret for their decision months and years 
after their donation.       
2.3 Primum Non Nocere: First Do No Harm 
 Before living kidney donor frames and experiences can be examined, it is 
necessary to briefly explore how a few disciplines within the organ donation and 
transplantation profession frame this subject. The literature serves to clarify various 
professional frames and why such attitudes may be held so tightly within this 
specialised community.  It will serve as the cornerstone and foundation for this 
research as the manner in which health providers and patients communicate impacts 
living kidney donor frames.  
The professionalism of the physician and surgeon is premised upon on the 
ethos of improving the lives of others as they endeavour to heal patients of a 
particular ailment or complaint.  Unusual or experimental treatments must be 
carefully considered if they are to be justified as an application or remedy for a 
human being.  Though certainly the case in the early days of transplantation, this is 
less of a consideration today, as living renal donation for transplantation is no longer 
new3 or experimental.  The first was completed more than 50 years ago when an 
identical twin successfully donated his kidney to his brother (Murray, Harrison, 
Gould, Merrill & Gould, 1955).  With the advent of innovative medical technologies 
                                               
3
 Renal transplantation and kidney transplantation are the same procedure and for the purposes of this thesis, 
these terms will be used interchangeably.  The use of “renal” is most often used within the clinical context of 
donation and transplantation where as the term “kidney” is used when engaging those outside the medical 
field and in the general public. 
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and pharmaceutical driven immunosuppression4, donors and recipients are no 
longer required to be identical siblings and living kidney donor transplantation occurs 
regularly between those related and unrelated.  Moreover, it is no longer necessary 
for the donor and recipient to have any knowledge of one another (Australian 
Government, 2011b; Melancon, 2010; Ahn, 2012; Blumberg, 2011) as programmes 
like the Australian Kidney Exchange program are in place and permit a person to 
give a kidney to an anonymous recipient.   Patients suffering from chronic kidney 
disease who stand to benefit from transplantation have steadily risen over the last 
two decades and renal transplantation has long been considered an acceptable and 
popular operation as the “last” option for someone who is suffering from end-stage 
organ failure (Iglesia-Marquez, et al., 2001; Waterman, et al., 2004; Wright, 
Richardson & Grant, 2004; Stothers, Gourlay & Liu, 2005; Taylor & McMullen, 2007; 
Symvoulakis, Stavroulaki, Morgan & Jones, 2010).   The numbers of transplants 
derived from living kidney donors is rising steadily (Horvat, 2009; VanGelder, et al., 
2009; Excell, 2010; Transplant Living, 2010), but the thorny issue remains and it is 
unclear whether the conflict of benefiting one patient by potentially harming another 
has been fully rectified. 
 In countries like Australia, it is the multi-disciplinary team consisting of renal 
specialists, surgeons, psychologists and many others that guide patients from the 
initial “I wish to be a donor” phase to the final act of surgically retrieving their body 
part.  It is hoped that the team possess the professional expertise to address most of 
the previously mentioned areas; however, less is known about how living kidney 
donor patients frame this experience earlier on in the process, before their 
                                               
4
 Immunosuppression or the ability to reduce and deceive the body’s immune system was a turning point in 
the success of transplantation.  This technology was available in the early 1960’s, however, it was not until the 
late 1970’s when a drug called “cyclosporine” was developed.  Along with many other drug therapies, 
cyclosporine remains in use today to prevent the rejection of transplanted organs. 
 35
interaction with professional transplant staff.  This tends to remain elusive as many 
health care and transplant experts in various parts of the world continually grapple 
with the best methods of providing information for their patients. 
 Nephrologists or renal physicians and surgeons are faced with an interesting 
quandary as the foundation for trust within the health and medical profession is 
premised on a belief that the doctor’s primary goal is to heal, not to harm.  Living 
kidney donation and transplantation is a procedure that at its most successful, places 
the health of a fit individual that does not require surgery in jeopardy (Hartmann, 
Fauchald, Westlie, Brekke & Holdass, 2003; Wainright, Cooper & Boltman, 2008) in 
order to secure the health of another.  One method of removing a kidney from a 
living kidney donor is called a “laparoscopic nephrectomy”.  It requires a general 
anaesthetic, a number of small cuts to the skin and a larger incision to remove the 
kidney.  It is considered major surgery and though the recovery time of three to five 
days in the hospital is not unusually protracted, it is often many weeks before a 
normal routine is restored. For these reasons, amongst others, Australia relies 
heavily upon policy and health agency practices in addition to State Law 
(Queensland Transplantation and Anatomy Act, 1979; Victoria Human Tissue Act, 
1982; New South Wales Human Tissue Act, 1983) to ensure ethical and legal 
practices surrounding donation are maintained and respected.  These measures, 
however, do little to address the conflict experienced by many clinicians 
(Kassirer,1983; Iglesia-Marquez, et al., 2001; Vastag, 2003; Zink, Weinreib, Sparling 
& Caplan, 2005; Lunsford, 2006; Spital & Taylor, 2006; Mamzer-Bruneel, 2010) 
when adhering to the principles of beneficence and non-maleficence, respecting the 
autonomy of their patients (Spital, 2001; Papachristou, et al., 2004; Simmerling, 
2005) and of equal importance, ensuring that the physical and psychosocial aspects 
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of the assessment remain robust and defendable to ethical, legal, medical and 
surgical scrutiny. 
 Clinicians often frame messages to patients in terms of gain and loss and 
levels of risk to the patient (Tversky & Kahneman, 1981; Roberto, 2010) in order to 
convey consequences of patient behaviours and decisions. For instance, the cost of 
physical discomfort to the donor or even their death due to a complication must be 
weighed against the perceived psychological benefit of helping another person 
achieve better quality of life or contributing to the common good (Kuczewski, 2002). 
There are also distinct underlying frames that are respectfully upheld by the 
clinicians themselves.  As with patients who may adhere to preconceived and 
anticipated outcomes of living kidney donation, clinicians are influenced by personal 
experiences, patient expectations and culture (Roberto, 2010; Majeske, 1996).  Mary 
Simmerling’s PhD Thesis, Choosing To Be Harmed: Autonomy and Its Limits in 
Living Organ Donor Transplantation (2005) highlights this when she notes an 
important difference in the context of beneficence and non-maleficence.  She 
acknowledges that the aims of the clinician may often fall into two distinct camps.  
The goal for excellence in medical practice is the treatment of the patient and the 
care they are afforded, whereas the goal within research is the contribution to 
scientific knowledge.  Though transplantation is no longer considered to be 
experimental as it once was (McRae, 2006), there are newer methods of achieving 
transplantation that may only be used at the discretion of the clinician or when more 
traditional methods are less likely to be successful. 
 The literature in deceased donation research by Denvir and Pomerantz 
(2009), claim that one component of achieving increased donation numbers in the 
deceased population and instilling trust in the next-of-kin for donation processes 
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rests with an individual’s belief that built-in policies and procedures serve to protect 
them, not harm them.   It is curious that there appears to be less peer-reviewed 
literature to assist in providing education and empowerment to a potential living 
kidney donor who is being asked to make an informed decision to donate. Often the 
literature that addresses improvement in education surrounding living kidney 
donation focuses more upon educating doctors and other health professionals 
(Quintini, Hashimoto, Uso & Miller, 2013; Barnett, 2006) to achieve the preferred 
outcome of increased living donation or how to educate patients in order to achieve a 
similar result (Shilling, et al., 2006; Feeley, Tamburlin & Vincent, 2008).    Increasing 
donation remains the primary goal in many countries. There is a growing concern 
about the overall health of living kidney donors and the desire to ensure that in-depth 
clinical and psychological investigations of the living kidney donor are completed.  
This includes the patient’s desire for donation is in keeping with that of the doctor 
and transplant centre attitudes, as well as the legal requirements of the State or 
country (Katznelson & Bramstedt, 2009; Kranenburg, et al., 2009).   
 As will be explored in the next section, this is not the situation in other parts of 
the world where organ and tissue trafficking, exploitation and profit pervade some 
medical systems and the facilitators of such acts have infiltrated many areas of 
health care, business and government (Callender, 2008; Scheper-Hughes, 2001; 
Walby & Mitchell, 2006; Rodrigue & Antonellis, 2008).  This practice strikes fear into 
clinicians who strive to practice with the highest ethical international standards 
(Steering Committee of the Istanbul Summit, 2008) as they realise that no matter 
how transparent and appropriate they deem their own practices, they are often 
heavily impacted by unscrupulous actions and less discerning ethical principles 
(Lynch, personal communication, March, 2008).  In an attempt to assure against 
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such practices, clinicians may demonstrate a more paternalistic approach in the 
manner in which they communicate with and manage their patients (Pomerantz & 
Rintel, 2004; Childress, 1982) in an effort to ensure certain aspects of the 
counselling and consent processes are well considered (Steiner, 2008). 
 While clinicians may not often use the term “framing” within their professional 
talk, it is clear that they formulate personal opinions about their role as “respected” 
professionals with “personal integrity” (Real, 2009).  From this, a physician’s identity 
is created and it is one that is not only recognisable within their own profession but 
within a larger social schema (Kuhn & Nelson, 2002).  Those working within organ 
donation must remain attuned to professional expectations and general 
accountability.  They walk a professional, ethical and personal tightrope in an 
attempt to maintain balance between the desire to increase donated organs and 
transplantation and the ethical expectation to ensure potential living kidney donors 
are appropriately represented within the donor-recipient pair.  The judgement and 
attitudes of transplant experts towards the facilitation of living kidney donation and 
transplantation are multi-faceted and may not only represent their professional 
training and legal accountability but may also be informed by equally personal 
experiences and frames  like those that serve to drive living kidney donors to the 
goals they wish to achieve.  Professional frames play a powerful role in the 
assessment and acceptance of living kidney donors, just as personal frames of the 
living donor impact on their ability to hear and accept clinical information about their 
decision to donate.  
2.4 The Price of the Gift – Gift Giving, Exchange and Consequence 
 The focus of the Living Donor Study is not transplant tourism or even the 
commoditisation and commercialism of human organs and tissues; however, it is 
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necessary to briefly acknowledge the allure this practice has for both recipient and 
living kidney donor.  For those in desperate financial need, the option to donate an 
organ for a quick payment is compelling and at times exercises a coercive power 
that cannot easily be denied.  For others who may see their lives ended prematurely 
or severely curtailed by dialysis, the option to purchase an organ may be personally 
justified at psychological and cultural levels that this thesis cannot begin to address.  
Transplant professionals who feel that legalised sale or reimbursement for human 
organs is justified (Schweda & Schickentaz, 2009) remain in strong disagreement 
with those who believe that such transactions are exploitative and unethical (Hippen, 
2009; Waldby & Mitchell, 2006; Kahn & Delmonico, 2008; Radcliffe-Richards, 2008; 
Steering Committee of the Istanbul Summit, 2008) and this creates a polarity of 
opinion that is manifested by a war of words, differing practices and confounding 
expectations. 
 Anthropologists like Scheper-Hughes and Lock (1987) scrutinise and explore 
transplant tourism transactions within the context of a global economy in hope of 
identifying and dividing ethical transplantation practices from those deemed 
exploitative and corrupt.  This is not always a simple task, and arguments on both 
sides of the equation are generated from educated medical, surgical and even 
ethical specialists (Kahn & Delmonico, 2008; Mamzer-Bruneel, 2010).  In countries 
like China, organ transplantation has been based upon the use of organs acquired 
from executed prisoners and only recently has a commitment been made on the part 
of Chinese government officials to abolish such practices (Fleck, 2012).  Further, 
until recently, Israeli transplant centres remained under-utilised due to low organ 
donation numbers, thus encouraging a clandestine economy of transplant tourism.  
This was routinely arranged in the form of “travel packages” that allowed citizens to 
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travel the world to purchase a kidney for transplantation into their bodies prior to their 
return to their home country (Scheper-Hughes, 2001).  The justification of such 
action remains elusive to other cultures and countries that are repulsed by such 
deeds (Live Organ Donor Consensus Group, 2002; Conrad & Wilson, 2009; 
European Communities, 2007).  The pendulum of emotive debate swings back and 
forth with options like regulated financial incentives for living donors (Schweda & 
Schickentaz, 2009).   Strong beliefs regularly surface in political and medical ethics 
debates that living kidney donors should benefit from financial incentive measures 
when they become disadvantaged due to long periods away from work during their 
recovery after their donation.  In April 2013, the Australian Government announced a 
scheme that will enable living kidney donors to recover lost wages up to the amount 
of $3,600 AUD during their recovery from their donation (Plibersek, 2013; Maiden, 
2013).  Events like these draw to the forefront the role of reciprocity and what society 
may consider appropriate remuneration for the performance of a generous act. 
Reciprocity either directly between giver and receiver or between giver and 
their society appears as a key characteristic of gift-giving in many human cultures 
(Cheal, 1986; Davis, 1972, 1992; Lévi-Straus, 1969; Mauss, 1970) and yet the 
subtleties and expectations within each society are intricate.   Though health 
education campaigns continuously refer to organ donation as an altruistic “gift”, 
donors may be recruited within family or close friendship groups.  Family discussions 
about organ donation are not always to ascertain individual views on deceased 
donation. When a family member requires a transplant discussions may be to 
determine who is the best “candidate” to donate.  Data provided from investigations 
in psychiatry (Essock-Vitale & McGuire, 1985) and consumer research (Rucker, 
1991) clearly indicates a direct correlation between kinship and the level of gift-
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giving, and exchange as well as the expectation of reciprocity.  The closer the family 
relationship the higher the value of the gift and the less likely the gift will be 
reciprocated. 
A truly free gift, one that is unsolicited and an act of pure altruism is often 
considered as unbalanced as an act from someone fully obsessed by 
commercialism, trade and transaction (Davis, 1972; 1992).  The purely altruistic giver 
is perceived as unnatural and to be treated distastefully and avoided. Until 2013, 
Queensland Renal Transplant Service was the only Australian State whose 
transplant centre had a formal policy not to pursue altruistic kidney donation to 
anonymous recipients.  Clearly, according to this policy, it seemed ill-conceived or 
careless to wish to put ourselves at risk for the greater good.  Instead one needed to 
identify a potential recipient who would receive such a “gift” and a tangible 
relationship must be evident to the transplant team. 
From a market point of view, Davis writes that altruistic gift-giving is not easily 
integrated into non-anthropological ideas of exchange and profit.  From this market 
position, the donation of human tissue – like blood - is not altruistic even in countries 
where blood donors are not paid.  During his research into blood donation and the 
motivations behind such action, Richard Titmuss (1969) clearly articulates, though 
the cost to the donor is a fleeting period of physical discomfort or perhaps an 
emotional fear of needles and blood, this is offset by human contact with grateful 
medical staff and a self-driven emotional assurance that they have helped someone 
less fortunate then themselves. It can then be argued that the profit derived from 
their donation exceeded the cost of physical discomfort.  This was later afforded 
additional merit when Mellstrom and Johannesson (2010) offered three groups of 
blood donors a varying amount of remuneration for their donation and found that the 
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rate of attrition in donation increased along with the amount of money offered to the 
donors.  This was more pronounced in women than men and reflects a level of gift-
giving and benefit derived by those who wish to give blood as opposed to selling it. 
Conceivably, the philosophy could be extended to living kidney donors and the profit 
or benefit afforded to the donor varies in expectation and interpretation.  Some 
examples of benefit might include, the knowledge that they are helping a family 
member embrace a better quality of life, fortifying and strengthening one’s position in 
a family unit or the freedom from emotional difficulty and depression as the primary 
carer and are a few of the rewards of becoming a living kidney donor.  With this in 
mind, it becomes clearer why the frames of the living kidney donor are so important.  
Is it possible that the profit to be made on the part of the living kidney donor impacts 
their ability to properly consider the risks to their own health?  This may be the case 
if their preconceived frames of profit lend themselves to not only better health for 
their loved one and therefore, better life for themselves, but also a sense of kinship 
and gift-giving that is defined within their family unit and social circle. 
 As a consequence, it could be argued that society’s behavioural and ethical 
expectations are shifting.   There is pressure within the medical community to “fix” 
the problem of increasing numbers of those requiring transplantation and address 
the growing market of those willing to buy what cannot be gifted.  Australia is not 
immune to the pressures of trafficking as evidenced by an alert to the transplant 
community regarding a patient who intended to purchase his kidney from an Indian 
vendor who had placed advertisements on the Internet for the sale of his own body 
part5. 
                                               
5
 Though not a common occurrence, communication between Australian transplant centres is facilitated when 
it is discovered that an Australian resident is attempting to acquire a living donation from a stranger who has 
been purported to be a close friend or relative during the donor/recipient assessment process.  This event that 
occurred in 2010 was discovered when conflicting information from the donor/recipient pair led clinicians to 
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 With the launch of the Australian Paired Kidney Exchange (AKX) program in 
2010 and the successful completion of a number of interstate living kidney donor 
exchanges, it becomes clear that our own society’s definition of transaction and 
exchange has continued to adapt to meet the ever-increasing demand for organs.  
AKX is an Australian Commonwealth driven plan and part of an initial $152 million 
commitment (Australian Government Project Update, 2009; Australian Government, 
2011) that intended to increase organ donation and transplantation significantly 
within four years.  This initiative has been continued for an additional four years 
through 2015.  The program is similar to systems in Europe and America that 
matches living kidney donor pairs who are not compatible with each other due to 
differing blood groups or immunological obstacles with other pairs in similar 
circumstances in hopes of facilitating an organ swap (AKX Information Brochure, 
2011b).  The extensive framework required to bring forth a nationally consistent 
organ exchange program in a country where States and Territories exercise their 
own organ donation laws and regulations was a Herculaneum task that required the 
assistance of Federal and State politicians and health care policy makers.  It took 
more than two years to bring to fruition and brings into focus how definitions of bio-
economy and commoditisation seamlessly include organs.  It also shows how their 
“market value” is defined in a monetary sense when comparing the relatively 
reasonable cost of living kidney donation to the skyrocketing costs of continued 
dialysis over the lifetime of a patient with renal failure (Cunningham, 2008a).  Each 
financial year health departments and transplant services are asked to cost a 
person’s health without a functional organ in contrast to money that could be saved if 
they had a working kidney or liver.  The very thought of this indirectly places a price 
                                                                                                                                                  
perform Internet searches and by doing so, provided the name and details of the individual who wished to sell 
one of his kidneys.  Transplant centres and specialists are prohibited by Australian Laws and Guidelines 
through the Transplant Society of Australia and New Zealand from any involvement in these transactions. 
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on the organ itself.  Still, the idea of monetary payment given for an organ is, as 
discussed earlier, unpalatable and illegal in many countries.  Accepting and coping 
with the financial implications associated with chronic organ failure soon reflects how 
easily culture and society refashion the transactions of human tissues as “altruistic” 
and “gift-orientated” to ensure the concept remains palatable and acceptable 
practice and also fits nicely within our ethical and legal contexts.  Patient frames may 
be heavily influenced by the overall shift in societal expectations of living kidney 
donation. 
2.5 Ethical Considerations of Living Donation 
 It is often the case when discussing health and the biosciences that what is 
clinically and logistically possible may not be in keeping with the perceived best 
interest of the patient.  Living kidney donor expectations that will result in a “happy” 
outcome is not necessarily the best clinical decision if there are unreasonable 
medical or psychological risks to the donor.   While appropriate ethical behaviours 
have a long history in the care of those who are unwell and require medical 
treatment, the idea of placing one in harm’s way to benefit another, as is the case 
with living kidney donation, has never been so timely and poignant.  The ethical 
debates encircling living organ donation tend not to argue the merits of 
transplantation, as it is clear that the recipient has much to gain by receiving a 
transplant.  Patients awaiting kidney transplantation are often on dialysis.  The 
inconvenience of such treatments can equate to a number of dialysis sessions per 
week at sometimes six hours each and is compounded by physical risks that include 
a higher incidence of heart attack, stroke and other vascular problems that may lead 
to premature death.  Interestingly, there is an argument that though the living kidney 
donor will not physically benefit by donating a kidney, they may derive some 
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psychological benefit from this act (Spanos & Nolan, 1989; Isotani, et al., 2002).  As 
stated earlier, if they are the carer and/or partner of a person on dialysis, the 
treatments are a major impost upon their lives as well.  The family unit may be 
emotionally stretched and there is relief in knowing that by donating a kidney, their 
own life may also be restored to normal.   
 It is ethical considerations, like beliefs surrounding organ donation, that are 
driven by factors that include cultural perspectives, spirituality as well as intellectual 
engagement and research.  Practices that may be ethically sound to one, as is the 
case with the commercialisation and payment for organs (Radcliffe-Richards, 2008; 
Reichart, 2010), may draw unadulterated ire from others who find the practice illicit 
and immoral (Scheper-Hughes, 2001; Kahn & Delmonico, 2008).  For the purposes 
of this section, I will concentrate on the value and ethical belief systems within the 
Australian context and those countries that align themselves with statements from 
the Declaration of Istanbul6 and the World Health Organisation. 
 In many instances, the discussion of living organ donation amongst ethicists 
lends itself to three main areas of exploration.  These include autonomy, coercion 
and informed consent.  Complexities surrounding living kidney donation and the 
possibility of limited understanding on the part of the living kidney donor can make it 
difficult to ensure they are acting autonomously (Spital, 2001).  Indeed, professional 
opinion is conflicted.  Spital and Taylor (2006) write that rarely does coercion play a 
role in the decision to donate in the western world.  Conversely, Adams (1987) 
succinctly asserts that consent from a near relative or friend for living donation rarely, 
                                               
6
 The Declaration of Istanbul was drafted following a meeting undertaken by the Transplantation Society (TTS) 
and the International Society of Nephrology (ISN) Steering Committee in Dubai in 2007.  An international 
summit on transplant tourism and organ trafficking was convened in Istanbul in May 2008.  More than 150 
professionals representing 60 countries participated in the summit in the hope of creating ethical and 
internationally practicable guiding principles for organ donation and create a deterrent for illegal organ 
trafficking and the commercialism of human organs. 
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if ever, occurs without some degree of coercion.   The decision to donate is not 
always born of external coercion or even self-education and assessment, but rather 
a powerful personal and self-inflicted sense of duty about donation (Aeder, 2008).  
This phenomenon, termed “auto-coercion”, may impact on the definable frames of 
the living kidney donor. In these instances patients may exhibit self-imposed 
emotional or psychological pressure and reflect powerful expectations of the 
donation process and its outcome.  Such expectations may manifest as a strong 
desire to donate and remain central to the patient’s own attitudes and values. 
Observations like these, in their limited context, may oversimplify patient decision-
making but also provide additional perspective to patient choices that may be 
predetermined and were initially instigated by a complex series of circumstances that 
lead to living kidney donor decisions regarding their donation.   
 Scottish philosopher David Hume wrote in the 18th century that autonomous 
decisions are born of emotions like desire, belief, hope, fear, intention and motive 
and if choices and preferences could be made independently of all of these factors, 
one would question whether it was a choice at all (1939).  He maintained that 
perhaps free will exists not in the notion of uncaused choice, but instead in 
knowledgeable decisions that are made intentionally and deliberately (Smith 
Churchland, 2006).  Hume, in his time, could not have known how this observation 
would stand the test of time and ethical discussion or how the definitions of 
autonomy like “freedom of will”, “independence” (Dworkin, 2003) and the choice of 
one’s own moral position (Faden & Beauchamp, 1986) could be applied to living 
kidney donation in a modern era.  
 It is from informed consent practices that donor safety, clinical governance 
and understanding of process are based and is often the focus of ethical and clinical 
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debate.  It persists as the centrality of fact-based information about donor risk and 
benefit.  If autonomous decision-making without coercion and the emphasis on 
personal relationships (Parker & Majeske, et al., 1995) are to remain robust and 
transparent within the clinical setting then it remains an integral component of the 
patient consent.  This combination of medicine and clinical practice with 
philosophical and ethical theory has become more a focal point in the last 25 years 
(Gutmann & Land, 2008) and has required continuous evaluation as changes to 
ethical and moral expectations have evolved since the first living kidney donation all 
those years ago (Veatch, 1992).  There is now an ethical and legal obligation on the 
part of most transplant centres (Kess, 1988; Steiner & Gert, 2000; Spital, 2001; 
Wright, Richardson & Grant, 2004; Queensland Renal Transplant Service, 2008) to 
provide adequate information to living kidney donors and then confirm their accurate 
understanding of risks, benefits and alternatives (Steiner & Gert, 2000) as well as 
their competence to apply the knowledge given to them. Living kidney donor frames 
are sophisticated (Tankard, 2001) and imply that the messages given by the medical 
professional will be interpreted by the living kidney donor based upon what they find 
personally relevant and applicable (Bateson, 1987).  Messages about medical risk or 
living kidney donation alternatives may fall outside the patient’s frames.  This may be 
related to a phenomenon like auto-coercion.  Thus, important professional messages 
may be deemed less relevant and may not be heard by living donors.  This 
statement does not suggest that living kidney donor frames should be examined 
from a psychological point of view, but instead lends strength to the notion that 
consideration should be given to the multi-faceted origins of their concepts that form 
living kidney donor frames as described in Chapter One. 
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 We have seen that there are countless motivators that encourage the decision 
to donate and they can range from pure altruism to commercial gain or personal 
interest (Council of Europe, 2002).  Elliott (1995) points out that there are multiple 
layers of grey intermingled within these motivators that also act as incentives to the 
person providing the donation.  It is not surprising that such influences have the 
ability to impact heavily upon how a patient views their living kidney donation 
philosophically, ethically, medically and logistically.  Such motivators can manifest 
themselves as simply as a parent who wishes to save the life of their child and does 
so by donating a kidney or may become convoluted and dark as is the case where 
family dynamics lead to subtle coercive pressure (Dobson, 2002) that is difficult to 
identify but clouds the judgement of the living kidney donor thus making informed 
consent extremely difficult. 
 Ethicists remain keenly aware of the psychological influences that may lead a 
person to living kidney donation and must consistently remain across the policies 
and legislation (Queensland Transplantation and Anatomy Act, 1979; Uniform 
Anatomical Gift Act, 2006; European Human Tissue Authority, 2005) that form the 
framework for the transplant expert’s practice and behaviour.  Their role often 
acknowledges the limitations of the law and impacts upon the amount of information 
given to a patient as they act as a moral compass in guiding health care 
professionals in their interactions with potential living kidney donors.  They are often 
being asked to define such phrases as “acceptable risk”, “autonomy within the 
constraints of societal expectation” and “informed consent” when cultural, clinical and 
personal accountability continues to shift to meet the demands of our changing 
society.  In this way, ethicists frame living organ donation in such a manner that 
more information provided to a patient is often better and autonomy and patient 
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understanding of informed consent is measured from the point of view of the clinician 
and the ethicist in terms of what the information is to be conveyed and how it will be 
delivered. 
2.6 Asymmetry 
 Communication is considered an essential component of the health care 
provider’s role (Dimatteo, 1998) and as Paul Denvir’s PhD research (2009) that 
highlights information exchange in delicate doctor-patient interactions, the physician 
attempts to drive the patient interaction in order to acquire any relevant information 
that will assist them in achieving an end goal (p. ii).  Their relationship is inherently 
asymmetrical (Fisher, 1984; Pomerantz & Rintel, 2004; Robinson, 1998) because 
health care experts not only maintain authority and dominance over medical 
knowledge but also act as sentinels to their institution as they offer favourable 
options to some patients and not to others. Acting as self-appointed guardians to 
living kidney donation reinforces the “authority” frame exhibited by many specialists 
within transplantation and may further promote asymmetry between the clinician and 
those living kidney donors that get past the transplant gatekeepers.  
Denvir’s thesis continues by focussing on areas within the patient lifestyle that 
may be sensitive and how this has the ability to change the doctor-patient dialogue.  
Though the author was not referencing living kidney donation and transplantation, I 
believe these considerations may be appropriately applied because the living donor 
pair has a vested interest in achieving a successful outcome for both recipient and 
donor as hypothesised earlier in the text.  Consequently, they may employ various 
interaction approaches and strategies in an attempt to normalise behaviour and 
garner acceptance from their specialist team. Multiple examples of patients using 
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verbal strategies to normalise their own behaviours are highlighted and discussed in 
Chapter Four. 
 Communication asymmetry is often evident and impacts not only upon patient 
framing but also on clinical and ethical perceptions of the process as well (Robinson, 
1998).  The social-linguistic anatomy of medical communication exhibits individual 
style and control (Cordella, 2004; Davis, 1972, 1992).  It may become a 
conversational tug-of-war when the expert chooses a less interactive communication 
style or one with frequent interruptions (Couthard & Ashby, 1975) that can lead to 
patient complaints of the doctor not listening (Waitzkin, 1984).  It is well understood 
that in doctor-patient interactions, it is the medical expert who will elicit the majority 
of responses (Frankel, 1983a; 1983b; West, 1983) and often patients are expected 
to listen and learn from the conversation.  As previously observed by researchers 
(Mohsin, et al., 2007; Decker, et al., 2008) more women become living kidney donors 
than men to such an extent that they are considered a vulnerable group and when 
considering gift-giving practices as they are more likely to be placed in a caretaker 
role of the transplant recipient or harbour feelings of obligation.  Unlike women, 
males are more likely to take a marketplace view and underestimate the 
contributions of their female partners (Rucker, 1991).  Yet it would appear that it is 
the female patient who is more prone to ask questions of their physician and 
therefore, tend to receive and process larger amounts of information (Waitzkin, 
1984). 
Biomedical discourse, like many areas of medicine and healthcare, is both 
intricate and convoluted.  Its language, as Halliday (2004) reports, is difficult for the 
non-medical person and this leads to two important consequences.  The first is that 
to understand its specialised language requires education to become an expert in 
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the area and second, this creates a message to the lay patient that perhaps the 
content is too difficult to digest and fully comprehend (Lemke, 1995).  The link 
between language and power as it relates to interpretations of “biopower” by 
Foucault (1973) or Rabinow and Rose (2006) is tangible within living kidney donation 
and transplantation discourses.  It places those with specialised knowledge in a 
position of superiority while those who are not well-versed in such unusual 
phraseology find themselves at a disadvantage and possibly more easily influenced 
(Smith, 2010).  Technically complicated discourse is also etched with authority and 
metaphor (Halliday, 2004) and as Scott L. Montgomery (1996) writes in The 
Scientific Voice: 
The evolution of metaphor in hypotheses, theories even “facts” is 
something that involves a change of habituation, a loss of origins.  Over 
time, repetition and standardised usage gradually obscures the original 
figurative character of an image or term.  By being endlessly repeated 
within a restricted context of meaning, such a term soon sinks into the 
institution given of a particular discipline, becoming a part of its jargon 
(p.137). 
This is evident in the setting of transplantation.  Words like “immunosuppression”, 
“rejection” and “tissue typing” are used with regularity in doctor-patient discourse and 
if patients are to clearly understand the conversations that relate specifically to their 
health, they must become expert in the specialised area of donation and 
transplantation.  It is difficult to appropriately apply phrases like “informed consent” 
and “educated decision-making” without patient expertise or the health care 
providers’ better understanding of patient framing and conceptualisation of their 
donation.  Within this thesis, my own use of “jargon” is evident as I  tend to use the 
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term “journey” as opposed to “process” as the latter may be viewed as too clinical 
and detached in describing the events leading up to living kidney donation. 
2.7 Framing the Living Kidney Donor 
 As introduced in Chapter One, frames inform and shape one’s beliefs, ideas 
and experiences (Goldstein, 2008) and may have their beginnings long before the 
subject being framed is openly discussed.  There may be fluidity in certain self-held 
frames that in time change and mature as our views on various subject matter 
evolve, whereas others may remain consistent and more rigid.    “Framing” is a term 
that is frequently used in the social sciences and often frames are used as tools to 
deliver messages to a larger population that will have a desired effect. One example 
of this is how the media frames the issue of organ donation rates and 
transplantation.  In doing so, the media play a part in how a community may perceive 
the issue of organ donation and transplantation (Morgan, 2007) and it may also be 
seen as a discursive strategy to encourage public discussion (Pan & Kosicki, 2001).  
Further, positive perceptions of organ donation from the entertainment and reality 
television industry act as a catalyst for family members who wish to address and 
discuss living donation within a family unit but may have otherwise been hesitant to 
bring it up independently (Cunningham, 2008b).    
It is how existing living kidney donor “frames” are influenced by the existing 
frames of their transplant team and vice versa that proves intriguing.  Within the 
clinical setting, the use of the word ‘framing’ is unfamiliar to professionals.  This 
became clear in the initial stages of the ethical clearance application process for this 
research when I was asked by a clinical researcher, “What exactly is framing? This 
could create confusion amongst the ethics board members,” (Lipka, personal 
communication, April, 2010).  Comments such as those made by Lipka, as well as 
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the literature previously mentioned across the various disciplines, are reminders of 
how differently health care professionals, social scientists and patients communicate.  
Their languages are, at times, foreign to one another and their framing of ideas and 
subject matter can be profoundly dissimilar.  It is reasonable to conclude that as a 
transplant professional and social scientist, clarifying the living kidney donor’s 
framing of experience could prove useful in how health care professionals engage 
living kidney donor patients, support their decisions, and provide them with the 
necessary information they require.  Of course, health care professionals may 
believe patients require a different set of information to ensure a mutual 
understanding of their living kidney donation experience. 
2.8 Conclusion 
 In order to ask the question “how do living kidney donors frame their 
experience?” it is necessary to address how the literature engages a number of 
disciplines including bioethicists, clinicians, psychologists, social scientists and 
communicators.  Each discipline reflects different sets of organ donation frames.   
The specialties within the literature assist in providing the necessary backdrop in the 
opening scene of a play where the protagonist is not the clinician who advocates for 
donation, nor is it a recipient who is the ultimate beneficiary of a “precious gift”, but 
instead a living kidney donor whose understanding of organ donation leads to the 
decision to place themselves at risk.  The frames living kidney donors use in their 
discussions with their team are informed by deeply personal reasons that extend 
beyond the information that is provided to them by clinicians and include their 
perception of the knowledge they believe they have obtained from various sources 
as well as deep-seated beliefs regarding family and friendship responsibilities. It is 
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the personal motivation of the living kidney donor that, at times, remains elusive to a 
larger community of experts whose role is to represent them equitably and ethically. 
 Within the large transplant professional sphere, medicine is considered to use 
the language of truth (Halliday, 2004).  It falls to the clinician to offer information and 
action interventions that at the very least will do no harm to the patient and at best 
will improve or save their life.  The role of the ethicist, therefore, is to recognise, 
define and apply the ever-evolving conventions of social and cultural morality and 
perhaps the role of the communication scholar is one of careful language analyst.  
The organ donation frames of these disciplines are creatively interlaced and if 
professional frames are to complement one another and provide benefit to the living 
kidney donor patient, a holistic approach is needed.  Organ donation and transplant 
professionals who choose to espouse this perspective will understand the contextual 
shifts and textures that define living kidney donation and transplantation.   Each 
perspective and differing frame must be carefully contemplated if the end product is 
one of pedagogic, professional and personal appreciation and understanding of how 
living kidney donors frame their own experience. 
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CHAPTER 3 
METHODOLOGY 
3.1 Building on the Notion of Frames 
When considering what living kidney donors feel about their experience and 
how they might choose to communicate this and their expectations of the donation 
process to their transplant team, it becomes necessary to acknowledge the nature of 
doctor-patient conversations as well as the emotive elements that assist in driving 
living kidney donation.  Determining an appropriate methodological approach for the 
Living Donor Study is challenging.   
Discourse guides people on how to understand what is occurring around them 
and how they may be expected to behave in those circumstances.  Therefore, when 
exposed to differing viewpoints and agendas, the way living kidney donor patients 
use discourse and dialogue is influenced by how they accept, resist and negotiate 
the messages provided by their transplant team.  As Potter and Wetherell (1987) 
have noted, varying viewpoints account for shared representations, cognition and 
ideology.   Shared representations and patient ideologies assist in shaping the 
messages that they convey through speech and utterances.  This is represented in 
the form of living donor frames through text transcriptions of conversations between 
the living kidney donor and their transplant team. 
The frames identified within the recorded texts impacted upon the areas of 
enquiry and were, at times, abstract.  This will be discussed in greater detail in later 
chapters, however, from a research perspective and similar to Smith’s (1999) 
assertion that texts are situated in relation to one another, transcripts cannot be 
reviewed in isolation but instead in solidarity.  Each consultation was interlaced with 
competing agendas and viewpoints that, at times, clouded the accuracy of patient 
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history accounts from one consultation to the next.  Moreover, the transplant 
specialists facilitating living kidney donor interviews consistently attempted to 
encourage patients to provide specific and detailed histories about themselves 
during the course of the patient assessment.  Though not an issue of confidentiality 
in terms of the information provided by the patients, their individual interpretations of 
belief systems, goals, and activities were variable and inconsistent (McClosky, 
2008), thus increasing the number of identifiable concepts and frames.  For this 
reason, it became necessary to refrain from divulging all details and concepts 
generated by the participants from within the text in order to focus specifically on the 
particular research question or areas of investigation.  What follows is not a 
catalogue of all frames that were produced during a session, but rather I have 
focused on frames that appear strongest and most prevalent from within the 
transcripts. 
3.2 Ethical Clearance and Considerations 
In order to obtain recorded conversations of consented Queensland Health 
patients with their donation and transplant team, National Ethics and Site Specific 
Applications were submitted.  Ethical clearance was granted in August, 2010 by the 
Metro South Health Service District Human Research Ethics Committee at the 
Princess Alexandra Hospital in Brisbane, Australia and Research Involving Human 
Participants at the University of Queensland.  This included specialist interviews 
between potential living kidney donors and their surgeons, nephrologists and the 
renal transplant social worker.  Directors of Nephrology, Renal Transplant Surgery, 
Chair of Transplant Services Queensland and the National Medical Director of the 
Australia Paired Kidney Exchange Program (AKX), Commonwealth of Australia, 
endorsed the project (Appendix B).  Updates were provided throughout the data 
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capture period and reports were submitted to both the University of Queensland and 
the Princess Alexandra Hospital. 
The purpose of the study was to examine the frames of living kidney donors 
and their choice to donate.  At the time of writing, half of the living kidney donor 
patients (there were ten participants), were able to complete their donation.  
However, all but one of the ten recipient pairs received their transplant.  This was 
due to allocation of kidneys for transplantation from the deceased donor pool.  
Decisions of suitability for participation in the Living Donor Study were negotiated 
based upon several factors.  Participants must have been reviewed by a psychiatrist 
and found to be psychosocially acceptable for donation.  They required a reasonable 
grasp of the English language and not in need of an interpreter.  Finally, both living 
kidney donor and recipient must have attained the age of 18 years.   
The data collected and transcribed was detailed and rich.  It provided data 
that extends well beyond the confines of this study and it was necessary to limit the 
focus here in order to achieve a more finely turned project.   This creates an element 
of sample frame bias in that, though additional frames were recognised, they were 
not explored in their entirety in order to allow for further attention to be given to 
stronger and more prevalent frames. 
3.3 Consent 
Living kidney donor patients and their prospective recipients were contacted 
to participate in the Living Donor Study between October 2010 and March 2011.  
Each potential living kidney donor was approached in order of their readiness to be 
seen in the transplant assessment clinic, and therefore the participating cohort was 
not a result of ad-hoc sampling.  Though the sample size included only 15 patient 
pairs within a single State-based centre, it offered a unique cross-section of the living 
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kidney donor population with both male and female participants ranging in age from 
27 to 66 years of age.  Living donor participant professional and socio-economic 
backgrounds were diverse.    The consultation recordings provided approximately 33 
hours of transcribable, audio-recorded conversation with the transplant team.  Each 
patient pair gave their consent to participate.  Three were excluded due to technical 
recording device problems, one was excluded after consent was obtained because 
they did not attend the transplant clinic, and one provided consent, but developed a 
medical contra-indication to donation prior to attendance to the clinic.  This left a 
remaining ten participating pairs (Table 1).   Each participant pair in the Living Donor 
Study presented with a unique set of circumstances related to their kidney donation 
and transplant that framed their expectations and experience.  The relationship 
between the two participants and their ages are listed.  Additionally, the table 
indicates whether the recipient was in need of dialysis at the time of the clinic 
conversations.  The word “pre-emptive” refers to patients who, though not yet in 
need of renal replacement therapies like dialysis, still have chronic kidney failure and 
will require dialysis in the future.  For pre-emptive patient pairs, the hope is that 
transplantation will occur prior to the commencement of time-consuming dialysis.  
The final column illustrates which patient pairs were able to successfully donate to 
their recipient.   
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Table 1 
 
 Professional consents were also obtained for each member of the transplant 
team who could potentially interview living kidney donors during the transplant 
assessment clinic.  Though each living kidney donor participated in a total of three 
recorded interviews – one each with a nephrologist, surgeon and social worker, it 
was not possible to determine in advance which specialist would be seeing which 
living kidney donor patient as patients were seen based upon availability of the 
specialist and which patient was currently waiting to be seen during each clinic.  This 
resulted in professional consents being obtained from all transplant specialists 
participating in the transplant clinic - five nephrologists, three surgeons and one 
social worker.      
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Initial contact was made by telephone.  The purpose of the research was 
explained and patients were offered the opportunity to participate.  Patient 
confidentiality was discussed and because details of the recipient circumstances 
could potentially be discussed during living kidney donor interviews, recipient pairs of 
living kidney donors were also consented for participation.  Information sheets 
(Appendix C) were emailed or posted to potential participants along with a copy of 
the consent for their review prior to their commitment to participate.  Potential 
participants were told they could change their mind at any time. 
3.4 Coercion vs Pressure to Participate 
Discussions between the researcher and potential participants included the 
choice for any participant to change their mind at any time.  It was also explained 
that a decision on their part for non-participation would not create negativity within 
the transplant unit and their care, as patients would not be adversely affected by 
their choice to participate or abstain. 
As part of the ethical clearance criteria, the researcher’s professional role was 
disclosed as part of the consent process.  All potential living kidney donor 
participants and their recipient pairs were informed that the researcher for the Living 
Donor Study was also the Manager for Transplant Services at the Princess 
Alexandra Hospital. 
  The required clarity and disclosure regarding the nature of the research 
project was paramount and there was a requirement by all ethics committees that 
the academic as well as professional role of the researcher was openly disclosed.  
This generated an underlying consideration that decisions made by patient pairs to 
participate may have been partially motivated by their concern that their treatment 
would be in some way compromised by their refusal to take part in the study.  At no 
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point did the disclosure of this information prompt any potential participant to change 
their mind and it is noted that of 15 approaches, there were no refusals. 
3.5 Living Kidney Donor Participant Background 
An initial interview was arranged for one to two days prior to their presentation 
to the transplant assessment clinic and was conducted by the researcher to 
ascertain the patient’s expectations of the clinic experience, as well as their general 
understanding of organ donation and transplantation.  Sets of seven questions were 
used during this brief open-ended interview (Table 2). 
Table 2 
 
Prior to each patient pair’s appointment in the transplant clinic, social work 
questionnaires were provided to both donor and recipient as part of the routine social 
work assessment were compiled.  Once completed by each patient pair, they were 
collected and along with preliminary reports provided by the transplant psychiatrist 
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that had been obtained during separate patient sessions.  These served to provide 
additional family information and social background that was helpful in informing the 
text analysis and framing. 
3.6 Data Capture 
A small recording device was placed in a consultation room at the 
commencement of each specialist interview with a donor participant.  The researcher 
was not physically present for any specialist consultation.  At the completion of each 
session, the recorder was retrieved resulting in three complete specialist sessions 
between the transplant team members and the donor participant.  Though recordings 
were transcribed verbatim including “ums” and “ahs” as well as notations for pauses, 
patient names articulated within the transcripts were changed to “donor” or 
“recipient” and each recording and subsequent transcript was given a participant 
identifier to limit patient identification.   Once the transcripts were completed and the 
contents reviewed, donor participants were contacted to ensure clarity of meaning 
and context.  Recipient conversations were not part of the study, however, partial 
conversations were, at times, captured during dialogue that included both patient 
pairs in the consultation room together. 
Campbell and Gregor (2004), argue that the elaborate and abstract nature of 
the dialogues between transplant specialist and patient require a significant amount 
of latitude be given to the interview.  For this reason, patients or interviewees of the 
Living Donor Study were given a fair amount of leeway in directing the conversation 
as opposed to applying a more structured process.  Though it was of interest to hear 
who was saying what to whom, it was the individual dynamics of the patient pairs 
that were of particular interest.  The small sample size was less significant due to the 
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focus remaining on the function and usage of language as well as the context of the 
messages within the text (Boles & Bombard, 1998). 
As the investigator, it was important to recognise when no new data were 
forthcoming that was specifically relevant to the area of enquiry and to further 
determine when information being captured and analysed was becoming redundant 
(Lincoln & Guba, 1985).   Researchers (Ezzy 2002, Higginbotham, Albrecht & 
Connor, 2001; Patton 2002) aspire for this point of text saturation where nothing new 
is heard within the compared recordings and this was one aim of the analysis 
process.  The underlying area of investigation is not the amount of data but as Carey 
(1995) highlights, rather its richness and not the total counts but the detailed 
descriptions within the text.  Repeated comparison of existing data provided 
confidence that the most significant and dominant frames had been identified.  
Though it was not possible to ensure complete data saturation, I gained confidence 
in repeatedly comparing existing data and then incorporating new data (Cutcliffe & 
McKenna, 2002).  This was accomplished with data comparisons in the form of 
transcripts derived from an open-ended panel discussion with six past living kidney 
donors.  This extended the analysis to provide further delineation of identified 
frames.  The panel consisted of five women and one man aged 43 to 61 years old.  
Each had donated to a family member between six months and three years prior to 
the panel discussion.   A moderator from outside of Queensland Health the session 
and posed open-ended questions in an attempt to initiate dialogue.  Discussions 
were filmed and audio was transcribed generating two (2) hours and 43 minutes of 
dialogue. Panel participants were consented for their participation in the Living Donor 
Study.  This cohort could have certainly been used as a completely separate study 
group, however, for the purposes of this project, the transcripts from the panel 
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assisted in providing additional perspective to the living kidney donor experience and 
in achieving saturation with regard to the themes and concepts introduced and 
discussed by the living kidney donors themselves (Table 3) 
Table 3 
                                  Phases of Data Collection 
 
I. 
 
Nov 2010 -  July 2011 
 
Pre-clinic interview (open-ended) 
with researcher 
 
Prospective 
II. Nov 2010 – July 2011 Clinic recordings of patient pairs Prospective 
III. Sept 2011 Panel recordings of previous donors Retrospective 
  
3.7 Frames within Text Analytic Software 
A strategy to assist with analysed transcript data is the use of text analytic 
software.  Leximancer is a new technology that assisted in identifying recurring 
attitudes within the Living Donor Study texts.   Its algorithmic function uses lexical co-
occurrence to identify words within uncoded text (Smith & Humphreys, 2006; Penn-
Edwards, 2010).  It served a particular function within the scope of the Living Donor 
Study.  In addition to post-recording interviews with participants, Leximancer 
technology assisted in verifying and reproducing identified concepts previously noted 
through manual coding exercises like the use of theoretical memoing (Rennie, 1998) 
and the documentation that accompanies all phases of analysis.  It served as a 
double check for the single coder researcher and the subjectivity and bias that may 
accompany transcript coding.  Leximancer’s function as a text-mining tool permits 
the structure of concepts and recurrent themes to be illustrated in a highly visual way 
(Crofts & Bisman, 2010; Cretchley, Rooney & Gallois, 2010). Concept bubbles are 
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identified by colour and brightness based upon the usage and frequency of the 
concept or theme within the text.  The proximity of bubbles to one another further 
identify linkages of concepts between interviewer and patient, and concept pathways 
are created between the themes that enable to the viewer to see how far each of the 
discussion points may have “travelled” between the speakers (Appendix A).   
Additionally, bi-variate x, y-axis quadrant reports assist in quantifying word and 
concept usage and further identify overlaps in speaker concepts and ideas that 
manifest themselves as negative or positive sentiment. 
In order to reduce the possibility of unnecessary manipulation within 
Leximancer that could increase subjectivity within the concept maps created by it, a 
standard set of parameters were input and maintained with each set of text input into 
the program.  Specific attention was paid to ensure that words were not omitted or 
deleted, as there was the potential to change the concepts identified by Leximancer 
within the text.  Finally, because the Living Donor Study sits amongst multiple 
academic and health related disciplines, Leximancer’s illustrative nature is beneficial 
for clinicians as they seek to interpret analyses that traditionally fall firmly into the 
social science domain.   
3.8 Grounded Theory vs Generic Inductive Qualitative Models 
Grounded theory is one approach that offers the benefit of continual 
comparative analysis (Glaser & Strauss, 1967) and for building understanding of 
complex social processes (Whiteside, Mills & McCalman, 2012).   It has been widely 
used across a number of disciplines including heath studies, anthropology and 
medical sociology (Bryant & Charmaz, 2010) and has proved useful when analysing 
smaller samples of data (Lee, Woo & McKenzie, 2002; Mason, 2010). Grounded 
theory (GT) uses key components like a spiralling cycle of data collection, coding, 
 66
analysis, writing, theoretical categorisation and the comparison of theoretical 
categories throughout each cycle (Glaser & Strauss, 1967).  The grounded theory 
process generates theoretical properties from the samples of data that are 
continuously collected.  It is the data that guides the researcher in the direction of the 
next sample.  Each addition assists in developing a theory.  This differs from the 
generic inductive qualitative model (GIQM) that permits researchers to sample the 
data they feel is most applicable and the amount most useful to their research 
(Hood, 2007).   Where both are a cyclical process of collection, coding, interpretation 
and memoing, and both rely on the addition of new data, the goal in GT is to achieve 
a theory that emerges from the data analysis whereas the goal in GIQM is to 
interpret rich data. 
For this project, an interactive methodology and application is compelling 
because in spite of the most rigorous qualitative research methodologies, theoretical 
frames are notoriously difficult to measure empirically (Koenig, 2006; Davis, 1975; 
Entman, 1993) and qualitative frame analysis must take into account less easily 
observable latent variables.  Methodological paradigms are not always in agreement 
(Schuefele, 1999), and without care, research may fall victim to a number of 
subjective influences (Tankard, 2001).  
 In an attempt to address some of these obstacles, the research methodology 
for the Living Donor Study reflects a mixed methods approach that is inspired by 
grounded theory but draws upon elements from the generic inductive qualitative 
model.   Data sampling for the Living Donor Study is what Hood (2007) calls an “a 
priori purposeful sample” chosen by the researcher (p. 157).  It indicates data 
chosen from a specific category and in this instance refers to sampling of interviews 
within living kidney donor transplant assessment clinic.   The mixed methods 
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approach also draws upon constant comparison and a phenomenological approach 
to the text using interviews and case studies.  The inclusion of a retrospective panel 
discussion into the project involved previous living donors and provided an 
interesting and necessary contrast that serves to highlight the strength of frames that 
were identified within the text taken from the living donor transplant assessment 
consultation recordings.  
Continued cyclical review of the data resulted in a deeper understanding of 
living kidney donor frames.  Interpretations of the text included the perspectives and 
voices of the people who were studied (Strauss & Corbin, 1994; Pidgeon, 1996) and 
were aligned to the grounded theory approach.  The text was recoded a number of 
times and comparisons were made between various members of the transplant team 
and the participant as well as comparisons between different participant 
consultations and experiences in Figure 1.    
Figure 1 
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The interpretation of individual beliefs, activities and expectations were highly 
variable within the transcribed text.  Such discrepancies had to be reconciled, 
discussed and clarified.  This was partially done through the eyes of the transplant 
specialist during the interview as they could pose a similar question a number of 
times but in different ways and by doing so alter the context slightly.  This was also 
achieved during the research review of the text and the frame analysis that followed. 
3.9 Transcription and Coding 
Each specialist session lasted between 26 minutes and one (1) hr 18 min – 
median 47 minutes.  Each audio recording was transcribed verbatim by the 
researcher.  Conversation analysis transcription symbols were used to illustrate 
lengthy pauses, increased areas of emotion, changes in verbal speech and laughter.  
These subtleties impacted upon the overall context of the conversations and were 
relevant in the formation of living kidney donor concepts.  Data were transcribed and 
analysed in order of collection, PA101 (1) PA101 (2) etc. and each set of patient 
transcripts informed the next by providing similarities and differences not only in how 
patients conveyed their experiences leading up to their presentation to the clinic but 
also how patient testimony varied about topics such as the reasons they stated they 
wished to donate or the implications if they were unable to proceed to donation. 
Initial line-by-line coding was initiated to capture experiential concepts as they 
were presented within the transcript.  Fine details, like pauses and intonation were 
captured to add depth to the discourse, and though linguistic characteristics within 
the narratives were not central to the context of the data, the documentation of these 
nuances assisted in creating a more detailed description of the interaction.  The 
linguistic features within the transcribed text assisted in deciphering the context and 
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timber of the dialogue (McClosky, 2008) but the focus of the project was the 
experiences donors and the interactions with their team.  
Second level and axial coding was then undertaken to contextualise and 
tease out additional patient frames.  Cross-referencing or memoing is often used 
throughout the transcription analysis processes (Maher, 2001), and comparisons 
were made between the surgical, medical and social worker interviews for one living 
kidney donor and then comparisons were made between the living kidney donors 
themselves.  With each subsequent living kidney donor set of transcripts analysed, 
the previous transcripts were included with those just completed and reviewed to 
minimise unidentified frames from one participant to the next. 
It is important to acknowledge that a mixed method approach using elements 
from both grounded theory and the generic inductive qualitative model has not been 
without its pitfalls as neither method can statistically capture relevant data and 
therefore cannot be aligned with quantitative research (Lazarfeld, 1950) or ethno-
methodological discourse analysis designs that might draw out direct empirical 
comparisons within the text.  Given the nature of the participants and the size of the 
sample, the varied circumstances leading them to donation and the diversity within 
the text, this appears to be an optimal method of identifying individual patient 
concepts regarding living kidney donation perspectives and expectations.  This is 
similar to research conducted by Embi, et al. (2004), that used a small data sample 
to analyse the impact of physician documentation in a teaching hospital. 
In addition to transcribed text that reflected patient experiences and their 
interactions with their transplant team, there were also transcripts of semi-structured 
panel discussions between living kidney donors whose experiences were 
retrospective and had donated anywhere between six and 12 months prior to the 
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panel discussion.  Those discussions were incorporated into the research project, in 
a manner that is in keeping with the generic inductive qualitative model of purposeful 
sampling.  The text from the discussions provided additional contextual depth to the 
experiences of living kidney donor as they compared their present day concepts 
during the assessment with their experiences in hindsight. 
3.10 Pinnacles and Pitfalls 
As a sole coder, subjectivity is a significant consideration.  Discourses can be 
interpreted in many different ways, depending on the background, personal interests 
of the analyst and the amount of information included (McClosky, 2008).    The 
context of those discourses change over time and interpretations remain incomplete 
as new information is provided (van Dijk, 1997b). 
There was variability and inconsistency within the text.  Potter and Wetherell 
(1987) identify the predictability of these events as typical within discourse analysis 
therefore, required the researcher to theorise about various patient frames based 
upon the text and then accept or reject those hypothesises upon comparison with 
texts from other patient pairs.  
Validating concepts that emerged from the living kidney donor transcripts had 
to be rigorously supported but it was also a highly interpretive process.  Though this 
statement seems contradictory, Fairclough (2003), states that a number of 
interpretations can emerge from the same data.  As a single coder, this was of 
particular concern and there was a need to further strengthen and validate study 
findings.  In order to address such important considerations, additional strategies 
were implemented to act as “check” to ensure there was rigour within the individual 
text analysis component.  As discussed earlier in the chapter, Leximancer became a 
valuable asset in addressing the issue of reproducibility and repetition which were 
 71
key factors of consideration during the interpretive phase of the analysis. Further, by 
including case studies, attempts were made to ask and then respond to reasonable 
questions that would succeed in addressing interpretive rigour.  These included 
creating linkages between the discourse and findings and then describing them with 
supportive evidence.  Additionally, relating findings to existing knowledge within the 
area of living kidney donation was beneficial.   Based upon the reliability and validity 
of the findings, it strengthened the argument and presentation of the data (Van Dijk, 
1997a). 
3.11 Case Studies  
Case studies may prove a useful strategy to ensure robust and transparent 
outcomes (Yin, 2003).  As a form of investigation, they prove extremely useful in 
identifying the multiplicity of patient concepts, while specifically targeting frames and 
testing hypotheses constructed from the grounded methodology.  This cohesive 
amalgamation of strategies results in generalisations and comparisons that are 
theoretical in nature as opposed to statistical.  Yin also suggests that in order to 
maintain a consistent and transparent use of case studies in a qualitative paradigm, 
it is beneficial when they are used to describe a phenomenon as an instrumental tool 
to explain deeper meaning within or when exploring and debating the value of further 
research.  Case study use in conjunction with discourse analysis provides a reliable 
base for enquiries (Ferlie, Wood & Fitzgerald, 1999; Stake, 1995; Zucker, 2001) into 
social frames and norms that exist within the living kidney donation conversation. 
3.12 Conversational Asymmetry 
The vast numbers of analyses examining doctor-patient communication 
(Cordella, 2004; Halliday, 2004; Lemke, 1995) comment on and explore the 
asymmetrical health communication pathways between the two.  This particular 
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asymmetry stems from the specificity of the clinical doctor-patient encounter – the 
patient is unwell and the doctor’s role is to offer assistance in healing them or 
removing their discomfort.  One important distinction to make when considering 
those analyses and this research is that potential living kidney donors are fit and 
healthy at the time of their presentation to the assessment clinic.  In so far as they 
become patient, they are doing so through a discursive process.  The expansive 
amount of existing research regarding doctor-patient communication fails to capture 
the very unique and dynamic shift in the living kidney donor consultation.  In these 
instances, it is the patient, not the doctor who has something they consider valuable 
to offer.  Patients are not hoping to be healed.  They are, instead opting to be placed 
at risk through surgery for reasons that hold a higher value than avoiding potential 
risks. 
The transcripts in the study also demonstrate the asymmetry of differing 
agendas and frames.  The transplant team, by the very nature of their role, must 
endeavour to communicate in a manner that ensures an informed consent process is 
achieved between the patient and doctor (Cordella, 2004).  The expectation of the 
living kidney donor places the value of their donation above any identified risk to 
themselves.  The specific asymmetry reflected in living kidney donor-transplant 
specialist conversations were at times magnified by the clinician’s training to identify 
patient frames and agenda-setting behaviours during the assessment process fell 
well outside their professional scope and discipline.  Nonetheless, the relationship of 
power within the medical interview has implications socially as the clinical expert has 
the ability to produce and influence behaviours in patients.  According to Mills (1997), 
doctors also exercise a level of control over the actions of others.  This dynamic of 
power, however, is not fixed and is only effective at certain times in certain groups 
 73
according to van Dijk (1997a).  In the living kidney donor discourses, it was often the 
patient who wielded the power of control and action, as they were the key to a 
complex series of actions that were to result in donation by one to transplantation 
into another. The asymmetrical manifestations in these conversations were noted 
and often, responses by living kidney donors were limited to monosyllabic “hmms” 
and “yeahs”.  Attention was then given to the context, tone and frequency of those 
responses.  The fact that living kidney donor patients chose to say less during these 
periods cannot be mistaken for dominance on the part of the clinician, however. 
These changes in tone, pauses in speech and the interjections of short responses 
like “yup” or “hmm” were noted during the transcription process and were also coded 
and compared to one another as part of the analysis. 
In examining the features and components of the texts and analysing the 
contextual features of the discourse, both consistencies and contradictions were 
often found.  Similar to previous research (Elliott, 1996), the role or function of the 
text was considered, and from there, a hypothesis regarding the frames within the 
text was formulated.  At this point a decision to accept or disregard the hypothesis 
was made after comparison with other transcriptions within the Living Donor Study.  
One particular area for consideration was the examination of the interaction between 
the patient and the transplant specialist and how such interactions impacted upon 
one another’s framing of a specific area of discussion.  This included analysis of how 
living kidney donors presented their thoughts and answers to questions as well as 
the order in which they occurred (McClosky, 2008).   
Even with the physician’s attempt to direct conversations in order to elucidate 
relevant medical information from the patient (Fisher, 1984; Pomerantz & Rintel, 
2004; Robinson, 1998), control of the conversation would continue to alternate and 
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there was a recognisable struggle at times, as living donor and transplant specialist 
would wrestle for dominance.  Though it was clear that the reception and 
interpretation of the text resided with the researcher and listener as Fairclough 
(2003) states, it was the analysis of the interactions between the writers of the text or 
participants of the interviews that was of primary concern within this project.   The 
second factor for consideration was the social action or reaction that is generated 
from the text.  The importance of how items, issues and concerns were represented 
by either doctor or patient as well as what was not represented provided additional 
salience when analysing patient frames.  Attention was also given to how patients 
presented and then re-contextualised areas of particular interest to them (Fairclough, 
2003). 
3.13 Conclusion 
Exploring experiences and perspectives of living kidney donors within a 
clinical setting is complex and multi-layered.  The agendas, values and priorities of 
the patients were variable, but resolute and committed.  In order to capture the 
richness of their experiences without compromising the attentive and exacting coding 
processes by a sole coder, a mixture of grounded theory and the generic inductive 
qualitative model were used.  The use of cyclic coding, analysis, memoing and 
sampling in combination with case studies proved a more than satisfactory method in 
capturing a number of living kidney donor concepts that were identified throughout 
the various consultations and though the sample of size of ten patient pairs was 
small, this methodology permitted an effective analysis of living donor frames in a 
transplant clinic setting. 
To assist in reproducibility, verification and illustration of identified frames and 
provide a check for researcher subjectivity and bias, Leximancer software was used.   
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While these considerations were of importance, thought was also given to the 
manner in which Leximancer uses concept mapping to demonstrate its text analytic 
findings.  The Living Donor Study sits amongst multiple academic and health related 
disciplines and Leximancer was useful as an illustrative tool for clinicians as they 
seek to interpret analyses that traditionally fall within the social science domain.   
 This was further enhanced using sampling in the form of a panel discussion 
between six past donors.  Their experiences in retrospect provided further clarity into 
those factors deemed important in motivating them to place themselves in the 
position of donating an organ to another.  Carefully blended together, this mixture of 
analyses permits an uncommon exploration into the unique experiences and 
expectations of the living kidney donor as it happens for them in the present as 
opposed to focusing on their thoughts and feelings as they look into the past. 
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CHAPTER 4 
 
PROBLEM WITH PAIRS: 
The element of risk, omission and choice through case study analysis 
 
You must be single minded.   
Drive for the one thing on which you have decided. 
General George S Patton 
 
4.1 The Strongest of Donor Convictions 
Factors that may impact on a person’s desire to donate a kidney vary 
significantly.  Publications focusing on living kidney donation tend to highlight the 
altruistic nature of the donation act (Lennerling, et al., 2003).  There are also those 
that pay specific attention to the feelings of the donor retrospectively.  They highlight 
the donor’s happiness in having assisted another in achieving a better quality of life 
without dialysis (McGrath, et al.; 2012, Lennerling, et al.; 2003; Live Organ Donor 
Consensus Group, 2002).  Undoubtedly, these prior findings are important as they 
also underscore the robust assessment procedures that are often required for 
donation to proceed as well as the level of success that is achieved for both donor 
and recipient.  Conclusions from previous research are almost always based upon 
ex post facto interviews and survey tools, and it is not always possible to determine if 
donors are happy within themselves about their donation from a beneficence 
viewpoint or if they are happy because their initial goal to donate has come to 
fruition, thus resulting in the best outcome for them.  Essentially, they got what they 
wanted.   
The transcribed text from each living kidney donor participant (Table 1, pp. 
57) was analysed and included their interactions with the transplant team.  Appendix 
A contains of the remaining concept maps for each living donor interaction with their 
transplant surgeon and nephrologist, however for the purposes of this chapter, I will 
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provide three case study examples that reflect a number of strong living kidney 
donor frames.  These three, in particular, were highlighted due to the manner in 
which they specifically conveyed a number of strong frames that are also seen within 
the texts from the remaining pairs. This includes an “acceptance of risk” frame as 
well as how their definitions of “well informed decisions” and “choice” differ from 
those members of their transplant team.  The strength of those frames impact 
heavily upon the interaction between the living kidney donor and the transplant team 
and at times, created conflict within the assessment clinic.  The case studies act as 
exemplars of all patient pairs and enable me to further emphasise a number of 
consistent frames identified in the other living donor transcripts. 
 Each living kidney donor illustrates the intensity of conviction that they bring 
to their assessment meeting.  When reviewing the comments and statements made 
by living kidney donors, it becomes clear that donation is the vehicle that in this 
instance propels  them  to happiness in the form of an easier lifestyle, a sense of gift-
giving or the belief that their loved ones health will improve after transplantation.  
Happiness and those things that living kidney donors state makes them happy, not 
surprisingly, take many forms and are as complex as the living kidney donor and 
recipient relationships themselves.  As will be seen in the following case studies, the 
manner of communication and strategy used by each living kidney donor serves to 
direct them to their goal or objective of kidney donation.  Living donor strategies are 
plans of action that are conceived by them to reach their intended objective.  How 
patients frame living donation influences their desired objective and therefore, the 
strategy they use to reach that outcome. 
The reasons people donate may reside deep within each individual’s 
representations of gift-giving or preservation of family, and as volunteered by one 
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patient are, “deeply personal” (PA 107).  Within this research, each living kidney 
donor participant communicated a desire to see their donate brought to fruition, 
either by blatant queries for an operation date (PA 102, PA 104, PA 109, PA 114), or 
by other more subtle tactics, as they eloquently articulated their healthy lifestyle, but 
glossed over portions of their history that could place obstacles in their donation 
pathway (PA 101).  Though the lengths they were willing to travel to ensure their 
donation status were variable, their commitment was unwavering.  All but one 
participant (PA 115) declared their strong conviction to donation and when asked by 
their specialists, they voiced their expectations to be able to donate.  At no point 
during doctor-patient interviews was living kidney donor resolve swayed or their 
apparent dedication to proceed diminished.  It is interesting that in retrospect, the 
majority of living kidney donors interviewed in previous research completed by 
Lennerling (2004) and McGrath et al. (2012)  were happy with their decisions to 
donate and that an ‘altruism frame’ also featured consistently throughout the Living 
Donor Study transcripts.  Though the initial linkage between a living donor’s desire to 
donate and how they state it would make them happy to be able to do so (PA 104) 
could easily be attributed to altruism and gift-giving, one could also suppose that 
potentially the happiness living kidney donors express is also based upon their ‘right’ 
to donate and their freedom to exercise their choice to donate a kidney.  Some living 
kidney donors are so determined to proceed that when assessed and found to be 
unsuitable by one centre, they will present repeatedly to others until they are 
accepted as a living kidney donor (Freeman, 2011).  This remains true even when 
they have no recipient in mind. When asked by transplant experts about their choice 
to donate and why they are motivated to do it, they may feel defensive and perturbed 
at the barrage of queries (Riggs, 2012).  In these instances, each living kidney donor 
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stated their expectations clearly and articulately conveyed their right to choose.  
From their point of view, what they wished to do with their healthy body was not to be 
denied and if the answers they sought could not be found with one transplant centre, 
there were others to choose from.  By writing their experiences to be published in 
journal articles or internet blogs, they have disclosed their norms, values and forms 
of authority for all to see (Rose, 2007).  Living kidney donor actions have been 
justified and their rights exercised and by doing so living kidney donor also attempt to 
empower others. 
As discussed in Chapter Two, the very nature of living kidney donation, its 
risks to the donor and the potentially life-altering positive outcome for the recipient 
would indicate that living kidney donation is not always driven solely by the traditional 
definitions of altruism.   Flescher and Worthen (2007) offer their own characterisation 
of altruism as “when one acts for the sake of another or others and recipient(s) well-
being and welfare become the ultimate object of one’s concern” (p. 53).   They posit 
that altruism usually, though not always, entails a cost borne by the giver and a 
benefit to the recipient whether the recipient is a stranger or a close relation.  This 
definition fits well within the context of living kidney donation and the frequency of 
altruism frames that are found within the transcripts.  Donation may also be 
considered altruistic based upon a genetic propensity to look after one’s offspring.  I 
detail one case study participant in this chapter who wished to donate to her adult 
child.  For others it might be psychologically motivated by the living kidney donor’s 
desire to help another.  Finally, even though donation is beneficial to the recipient, 
for numerous reasons it also provides psychological benefit to the donor.  
Though it would be remiss not to address the benevolent aspects of living 
donation, as it has often been the theme of living kidney donor research, the 
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determination of altruistic behaviour is not the focus of this project.  It is rather how 
living kidney donors speak about their experiences and expectations once the 
decision to donate was made.    The relationships between donor and recipient are 
complex with elements of obligation within families as well as kinship and gift-giving. 
Participants were representative of differing socio-economic backgrounds and 
though the clinical evaluation took place in Queensland, countries of origin, and 
cultural and ethnic backgrounds were often different.  This sample represents 
approximately 20% of the patients who were assessed to become living kidney 
donors in 2011.  The goal of this research was not to survey and debate the reason 
patients donate, but instead to identify and analyse key concepts and attitudes that 
form frames within the text that living kidney donors use when they are speaking and 
what strategy they use as they interact with their transplant team.  Strategies, as 
defined earlier in the chapter, are simply plans of action conceived by them to reach 
an intended objective.  How patients frame living donation directly impacts upon their 
goals and therefore what strategy they use to reach that goal.   
4.2 Access to Transplant Education Information 
Of ten living kidney donor participants, all but one used the Internet as a 
primary source of information.  Each of the living donor participants sought additional 
methods of education including word of mouth, peer-to-peer discussions and 
transplant clinic generated education material, and most presented to the initial 
assessment meeting with a rudimentary understanding of what becoming a living 
kidney donor meant from a medical/surgical point of view.  Only one participant 
(Case Study 3) had not consulted the Internet.  As the patient lived on a large and 
remote rural property, Internet services were not yet readily available and given her 
 81
working history in healthcare, she relied heavily on nursing colleagues to discuss 
donation matters that she felt were relevant. 
Education and information related to living donation was frequently derived 
from multiple sources on the Internet7.  This often took the form of “Google” searches 
of which based upon living donor patient responses to initial questionnaire at the 
commencement of their role in the study, all but one participated.   Three participants 
(PA 101, PA102 and PA109) stated they had performed scholarly literature reviews 
to educate themselves about donation where others relied more on peer-to-peer 
reporting.  The various actions taken by living donor participants to educate and 
inform themselves notably impacted upon their interaction with their transplant team 
and their ability to hear and/or accept messages provided to them by their transplant 
team. 
This reflects previous research findings by Hay (2008), that patients use 
online health information and peer-to-peer discussion in an attempt to prepare 
themselves for meeting with medical professionals.  Though not always accurate, 
online health information is both readily available and easily accessible (Hong, 
2008).  When queried about their knowledge of living kidney donation at the 
commencement of assessment clinic as well during the brief researcher interview, 
nine patients responded by explaining how they received their educational 
information relating to donation.   
In order to maintain confidentiality, patient participants are referenced either 
by their study participant number or their family designation. Further information 
about patient pairs is available in Table 1 (p. 52). 
 
                                               
7
 Living donor kidney patients referred multiple donation and transplantation websites.  Specific websites 
mentioned by participants included: www.kidney.org.au; www.donatelife.gov.au; www.organdonation.nhs.uk; 
and www.unos.org.   
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Speaker Living Donor Quotes 
 
PA 101 
     
He’s (husband) downloaded lots of things for me to  
read. 
 
PA 102 
     
I’ve actually researched on the web. 
 
PA 111 
     
I did talk it over with the girls (nurses) up north and said  
that my life’s on the downward slope anyway….If there’s a 
reasonable chance that he can have a little bit better  
life toward the end, fair enough. 
 
 
It is also noted that similar to Akerkar and Bichile’s  (2004) research, that very 
little distinction is made on the part of the patient to determine the quality, accuracy 
and reliability of the information they discover.  It is also interesting that unlike 
findings where patients were unwell prior to presentation to their doctor and often 
chose not to discuss their own acquired knowledge about their health ailment or 
interject their opinion for fear of insulting the doctor (Hay, 2008), living kidney donor 
participants did not hesitate to volunteer their familiarity with donation.  
 
Speaker Living Donor Quotes 
PA 101 Well, I read in the literature…. 
PA 106  I look on Google for everything and find the    
answers I want….... 
 
The use of web searches and literature reviews by consumers to assist in 
diagnosing ailments and defining complex terminology provide empowerment when 
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they are confronted with a medical problem, but according to Segal (2009) health 
internet users are a complex audience who are no longer simply “abstracted from 
culture” and then informed by the internet.  Whereas the participants were not prone 
to “cyberchondria” due to an unfounded escalation of symptoms as defined by White 
and Horvitz (2008), as healthy patients they sifted through information relevant to 
them to determine what was important.  Details found on the internet or within the 
literature were then volunteered in a strategic manner during the specialist 
consultations. 
4.3 Falling on Deaf Ears 
Given the level of independently accessed health information, discussions 
with the transplant team about possible long-term complications and surgical risks 
played a lesser role in patient framing and expectations than logistical and financial 
concerns.  Living kidney donor patient concerns were often central to their ability to 
take time away from work to donate and ensure their finances were in order. 
Speaker Living Donor Quote 
 
PA 102 
I mean we both work in quite demanding jobs….if 
it’s before February… that time frame would be 
really nice for us and we’ll express that. 
 
Not surprisingly, clinical content and communication on the part of the 
clinician were heavily driven towards ensuring a well informed consent process. This 
was most often done in a methodical and well-structured soliloquy during the 
interview.  These often lasted 10-15 minutes and though each clinician conveyed 
their messages in a manner that reflected their own skill-set and communication 
style, the content from one specialist to the next was relatively consistent.  The 
clinician attempted to ensure appropriate information was disseminated in order to 
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increase patient understanding and thus supporting an informed consent process. 
Competing communication methods and strategies between the living kidney donor 
patients and transplant experts were created as each attempted to articulate their 
own messages as a matter of priority to the other.  It was during these specialist 
monologues, that patients responded most often with monosyllabic affirmations of 
their participation in the form of “yeah”, “uh”, “hmm”.   As seen in previous research 
(van Dijk, 1997b), patients did not often interrupt silences within the monologues, 
instead they waited and allowed the specialist a moment to pause before continuing 
to speak. 
Because clinicians viewed the assessment clinic as not only an opportunity to 
assess patients for donation suitability but also as a chance to verbalise the risks of 
donation, polarisation in terms of expectations was created between the living kidney 
donor patient and the specialist.  The patient’s desire was to take the necessary 
steps to complete the donation process.  It was a means to an end in ensuring that 
their reason driving their decision to donate and their defined best possible outcome 
was achieved.  Because living kidney donor patients saw the assessment clinic 
interview as a formality, very little information given to them from the clinicians about 
risk or long-term complications was likely to meaningfully coalesce within the 
patient’s mind in the manner in which the clinicians may have hoped.  When asked 
what the patient’s expectations were of the clinic prior to the commencement of the 
assessment, responses included: 
 
Speaker 
 
Living Donor Quotes 
PA 102   This is a formality 
PA 101 I’ve already decided to do it. 
PA 104   Nothing’s going to change my mind. 
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The following living kidney donor case studies highlight living kidney donor 
motivations to donate, their experiences and their expectations as well as the 
manner in which they chose to communicate what they hoped to gain by their visit to 
the transplant clinic.  Two successfully donated to their intended recipients, while the 
third was found to be medically unsuitable for donation.  
4.4 Case Studies 
4.4.1 From mother to daughter.  Case study 1 
PA 101 is an older woman who was interested in donating to her adult 
daughter.  Her daughter suffered from chronic kidney failure and though diagnosed 
ten years prior was only now presenting to clinic for possible transplantation.  In spite 
of the fact that there were other family members suitable for living donation, PA 101 
had been considering herself as the most likely candidate for a decade.  The 
recipient’s disease was progressive, however, at the time of assessment, she did not 
require dialysis and therefore, her transplant was considered to be pre-emptive due 
to her residual kidney function.  PA 101 presented herself to the transplant 
assessment clinic with a list of questions in hand and spoke clearly of her desire to 
donate.  The flow in conversations between her, the nephrologist and the surgeon 
were often interrupted as she redirected conversation in order to ask the questions 
she felt were most relevant.  “When is theatre?” and “What kidney will you be 
taking?” (PA 101). 
 Her communication style as well as the direct nature and the context of her 
queries implied that she believed she would proceed with donation, even though her 
assessment was still underway and no decision to continue had been made.  In 
addition, she often referred to health information materials and attempted to self-
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diagnose her own tests and investigations.  “That’s an adenoma on my kidney, 
right...I’d read in some of the literature that would not be a problem…” (PA 101). 
  When specifically questioned about her choice to donate and the potential 
risks of the donation she willingly accepted those risks without hesitation.  “Yes, 
there are risks…but, um, I would rather see (daughter) well” and “I have been ready 
to donate for ten years” (PA 101). 
The responses to her transplant team were reduced to monosyllabic answers 
of “Mmm” and “Yup” when clinicians discussed elements of risk to her if she donated 
a kidney.  On more than one occasion discussion of risk to her was not 
acknowledged for herself but rather she referred to those risks as potential dangers 
to her daughter. 
 
Speaker 
  
PA101 Surgical Consultation 
 
Surgeon 
 
There is a risk of higher blood pressure after you 
donate a  kidney…. 
 
PA 101 
 
What is the risk to (daughter)? 
 
Reasonable amounts of discussion took place that surrounded PA 101’s 
medical history and the messages related to risk were further complicated by the 
patient’s advancing age.  PA 101 would often under-represent issues surrounding 
her health by referring to her oesophageal reflux and lack of exercise as “nothing…” 
or by marginalising an admission to a different hospital for a cardiac-related 
complaint that had taken place two weeks prior to her assessment in the transplant 
clinic.  In this instance, she accepted responsibility and blame for the admission and 
attempted to illustrate that the visit was avoidable.  She explained during her 
nephrologist consultation that  “it was my fault” and “I wasn’t going to mention it…” 
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and “Um…minor thing, a couple of times I had pain in my chest…but it was reflux” 
(PA 101).  She later admitted that if the transplant team hadn’t found notes in her 
medical record and drew attention to the hospital admission, she would have never 
volunteered those details. 
 Her desire to discuss components of her medical history seemed dependent 
upon what PA 101 considered valuable and relevant information that would assist 
her in achieving her goal to donate.  Where she chose not to disclose her recent 
cardiac event, she calmly and openly discussed the possibility that she could be a 
carrier for Factor V Leiden, a blood disorder that can lead to excessive clotting in 
those afflicted.  It may increase the risk of blot clots and blocked blood vessels for 
patients during and after surgery.  This was not only troubling for the clinicians 
assessing PA 101 but also created concern for her recipient who could potentially 
carry the same gene as her Mother.  Interestingly, where PA 101 would have found 
information educating her on the dangers of heart disease to living kidney donors 
quite accessible, it would be far less likely that she would have known to source 
online health information regarding Factor V Leiden and living kidney donation.  She 
may have openly discussed it because she had found nothing in her self-education 
regarding donation that would indicate it would pose an obstacle in her becoming a 
donor.  It was only when the surgeon began to question her more thoroughly about 
the possibility of her carrying Factor V Leiden that her answers became 
indeterminate and less precise. 
 
 
Speaker 
 
PA101 Surgical Consultation 
 
PA 101 
 
No…Factor V Leiden mutation…. 
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Surgeon 
 
Oh…okay…is that you?  You both got that? 
 
PA 101 
 
I’m a carrier. 
 
Surgeon 
 
...and you think you have it? 
 
PA101 
 
Hmmm, can’t remember now, think so. 
  
 Ironically, once her cardiac history had been explored and considered to be 
less of a concern to the transplant team, it was unease on the part of the team with 
her potential susceptibility to Factor V Leiden that postponed her donation for a 
number of months.   
Throughout her consultations with both the nephrologist and the surgeon, 
there was a clear disconnect in terms of the content being conveyed to her from her 
team and evidence that she had listened, synthesised or accepted many of those 
messages.  As the use of Leximancer assisted in the investigation of frame structure, 
it proved a useful tool in elucidating and visualising living donor frames.  In this 
instance, when the transcripts for PA 101 were run through Leximancer, an 
interesting frame structure became apparent. Figure 2 and 3. 
 Figure 2 
PA 101 Nephrologist Consultation 
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 Figure 3 
 
PA 101 Surgeon Consultation 
 
 
 
 
 
 
Both concept frame maps demonstrate the numerous subjects and areas of 
discussion initiated by the clinicians as evidenced by each circle radiating out from the 
doctor, but more compelling than the more obvious concept bubbles are the lack of 
connections between the living kidney donor and the doctor (Figures 2 & 3).  There is a 
significant space between those concepts identified as relevant by the clinicians when 
discussing her kidney (weigh, risk, time and issue) and what concepts the patient articulates 
back to the team (home, reflux and daughter).  When speaking with the nephrologist, 
PA101 is often referencing her previous discussion with the renal surgeon without divulging 
additional information that she may not have mentioned in her previous consultation, 
“Hmmm…probably about the same…I was saying to the surgeon….that I had read in the 
literature that my reflux will be bad afterwards…” (PA 101), whereas in her consultation with 
the surgeon (figure 3) there is very little acknowledgement of his messages about risks to 
her should she donate.  Not surprisingly, the large solitary bubble adjacent to PA 101 in the 
concept frame map (figure 3) assists in illustrating the distinct differences she has with her 
team when speaking about areas of importance to her daughter or herself.  Note the 
separation between the living kidney donor’s ‘daughter’ concept bubble and surgeon’s 
concept bubbles that are grouped together and overlapping in the diagram (Figure 3).  
These clean spaces between the living donor concepts and the surgeon’s concepts 
illustrate a difference in priorities within their discussion and her disregard of risks to herself 
when compared to the risk related concepts the surgeon believes were important for PA 
101 to hear.  PA 101 deflects those messages from the surgeon that relate to her own risk 
by forming queries back to the surgeon regarding risks that could affect her daughter.    
Throughout the course of PA 101’s assessment journey she remained adamant that 
she was the appropriate choice as a donor and she was determined to see her donation a 
success.  At the suggestion of her team, she reduced her weight to a level that no longer 
precluded her from donating and after further investigation; she was determined to be a 
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medically suitable donor to her daughter.  Her daughter never required dialysis and to date 
of writing of this chapter, her transplant has been successful. 
4.4.2 The choice is made and the rest is a formality.  Case study 2 
PA 102 and her partner (and her intended recipient) are both skilled professionals 
within their disciplines.  Neither showed an element of hesitation when stating their views or 
expectations in the donation and transplant journey.  PA 102 had been aware of her 
husband’s kidney failure for the duration of their relationship and though not yet requiring 
dialysis, PA 102 stated that her husband’s kidney failure would continue to impact upon the 
quality of life for herself and her family.   
 
Oh wow! Um, well, I think it’s pretty simple, I mean if (husband) was  
on dialysis, it would have a huge impact on what we could do, when  
we could go.  To me there are benefits for our family and I…and for  
me personally (PA 102). 
 
 
She openly disclosed during multiple assessment consultations that bringing her donation 
to fruition as quickly as possible was a priority.   
 
That time frame would be really nice for us and we’ll express that….  
It doesn’t hurt us to say, this is our preference…sooner rather than later….  
We’ll be pushing to have it sooner rather than later (PA 102). 
 
 
Her husband appeared less sure about his expectations of the assessment process 
and when participating in consultations alongside PA 102 appeared at times argumentative 
and confrontational.  During a subsequent interview with the social worker and when his 
wife was no longer present, he admitted he was unsure if he wished to receive a kidney 
from his wife as she was a young woman and he was aware that the donation surgery 
carried with it an element of risk. 
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PA 102’s initial consultation with the social worker highlighted her determination to 
ensure donation proceeded.  Throughout the conversation, the participant demonstrated 
her desire for organisation and detail that would see her end goal achieved. 
 
Speaker 
 
PA102 Social Worker Consultation 
 
PA 102 
 
You’ve sent it (donor information packet) to two people 
who read the fine print on everything.  Yeah, I figure if you 
know what’s going on than you can plan for it and it’s not 
taken you by surprise. 
 
Social Worker 
 
It sounds like you’ve planned really well.  So 
you’ve considered all that? 
 
PA 102 
 
I like to have all my ducks lined up… 
   
PA 102 was also aware of her husband’s hesitation to proceed and credited herself 
for having swayed his thinking to such a degree that he was now more favourable towards 
her donation.  She did this by slowly providing him with information on transplantation in the 
form of journal articles and patient information booklets. 
 
He immediately said, ‘No, no, no, no’, He did a boy thing…. It was  
hard for him to even consider me donating in the beginning...it’s a  
boy thing.  So, you know, to me if we’ve got a solution, that might  
make everyone’s life easier, why wouldn’t we investigate it?....   
That’s the way I sold him…just chip away…. (PA 102) 
 
The consultation between PA 102 and the nephrologist was after the social worker 
discussion but prior to the surgical consultation and it was conducted without her husband 
in the room.  As with the previous case study, the participant chose to marginalise many 
aspects of her own medical history and though she was willing to acknowledge and answer 
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direct questions regarding her history, she did not elaborate unless pressured by the 
specialist.  
 
Speaker 
 
 PA102 Nephrologist Consultation 
Nephrologist …so, I’ve got down, epilepsy, asthma and 
overweight.  Is there anything else to add to that list? 
PA 102  No. 
Nephrologist  You were pretty fit and well as a child? 
PA 102 Yeah. 
 
When queried about her epilepsy she noted that she “picked it up” in her teenage years but 
she “didn’t actually have seizures, it was just this…haze…”.  The nephrologist remained 
undeterred and her response set the tone for the remainder of the interview.  
 
Speaker 
 
PA102 Nephrologist Consultation 
Nephrologist So, medically...we still call that a seizure…yeah… 
PA 102 Um, I couldn’t tell you… 
 
PA 102 spent the remainder of the consultation listening to the nephrologist’s monologue 
that outlined risks and clinical expectations of one living with a single kidney. Healthy 
lifestyle and eating choices were also discussed and were met with occasional defensive 
responses by the participant regarding her weight.  Predominantly, her responses were 
monosyllabic and the interaction between the two sounded unstrained and there was 
occasional laughter.  At the conclusion of the consultation, however, PA 102’s expectations 
may have been elevated when the nephrologist volunteered a single sentence that implied 
that the assessment had been successfully completed, though it did little to prepare her for 
the next consultation with the surgeon. 
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Speaker 
 
PA102 Nephrologist Consultation 
Nephrologist I think you’re a suitable donor. 
PA 102 So rather than it being a New Years resolution, it can 
be a new kidney resolution. 
  
It should be noted, that to convey that message prior to the completion of the other 
specialist assessments or a meeting between the multi-disciplinary team could easily be 
considered premature and may have placed the participant in a position of feeling she had 
failed if all did not proceed as she envisaged. 
In contrast to the first consultation, the second conversation with the surgeon 
included both PA 102 and her husband.  Unlike the first doctor-patient conversation, this 
interaction was often strained and argumentative, as the husband’s participation was 
perceived as confrontational by the surgeon.  PA 102 placed herself in the position of acting 
as the mediator during the conversation.  Her initial attempt at humour did little to lessen the 
verbal sparring that took place, and the recipient’s participation in the consultation impacted 
considerably upon the conversation.  In anticipation of negative news or information 
regarding her ability to donate, PA102 would often resort to a more light- hearted manner, 
but in addition to focussing on her medical history with particular attention being paid to her 
weight, all seemed keenly aware of the underlying issues relating to their personality 
differences and expectations of the conversation.    
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Speaker 
 
PA102 Surgical Consultation 
Surgeon What’s your weight? 
PA 102 99…There you go…Damn! You’ve done that BMI 
thing haven’t you? 
Recipient You’re going to tell her she’s too short, aren’t you?  
Can I just say, I have been told so many times to 
behave, I’ve got this little voice in my head saying, 
‘Behave’. 
 
Interruptions by the recipient lead to conflict.  Neither the doctor or the recipient were 
willing to give up the power in the conversation and this created notable discord, often 
detracting from the primary focus of the assessment, the living kidney donor. 
 
Speaker 
 
PA102 Surgical Consultation 
Recipient Can we go through some scenarios…PLEASE? 
Surgeon Can we concentrate on the donor side?…and then 
I’m going to talk about the recipient side 
PA 102 Yeah…You wanna talk about donor stuff?  No? 
Okay… 
       
Given the friction being generated by their dialogue, PA 102 remained focused on her aim 
to secure a donation date, however, the surgeon was no longer responding with diplomacy 
or tact.  Once finished, the surgeon invited the recipient to make further comments or ask 
questions. 
 
Speaker 
 
PA102 Surgical Consultation 
Recipient Can I ask a question now? 
PA 102 You can. 
Recipient You’re happy with me asking my way? 
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It was not until after a consultation between the social worker and the recipient that it 
became apparent that the argumentative behaviour he exhibited during the surgical 
consultation may have been his manifestations of concern for PA 102 including his 
hesitation of his wife proceeding to donation.  It is not likely the clinician would have been 
aware of this and additional discussions regarding PA 102’s current weight did little to 
improve the overall feeling in the room. 
 
Speaker 
 
PA102 Surgical Consultation 
Surgeon Have you thought about how you’re going to do it? 
(lose weight) 
PA 102 Oh look, my issues are exercise… 
Recipient …and food 
PA 102 Well…yeah, probably food. 
 
The complicated interaction between the three did not deter PA 102 from continuing 
to vocalise her desire for specific timeframes for her donation.  The surgeon, however, was 
not swayed by her comments and instead, took the opportunity to open up additional 
dialogue regarding patient-doctor expectations. 
 
Speaker 
 
PA102 Surgical Consultation 
PA 102 …and we were hoping for early next year (to do the 
transplant). 
Surgeon Firstly, he’s not cooked…(a) new kidney will last  
between eight and 20 years and that starts the day 
he gets his transplant….. 
PA 102 Yep, yep… 
Surgeon If he can eek out another year from his native 
kidneys, that’s one more year on the other side…. 
Recipient (PA 102) is in need for a level of certainty that far 
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exceeds mine.  Okay?  This is not about me 
actually…not about me…. 
Surgeon You say it’s not about you.  It IS about you.  It is 
about…you .  A lot of health issues revolve around 
you and the timing revolves around you. 
Recipient I’m not saying [that…] 
Surgeon […so we have] some expectation differences here 
that I am unable to resolve for you medically other 
than telling you all of the planets have to come into 
alignment.  Am I going to tell you that in June next 
year you’re going to get your transplant?  No, I’m not 
going to do that… 
 
Throughout the course of both specialist consultations, PA 102 remained focused 
upon her desire to facilitate her own donation in the most expeditious manner possible.  The 
messages she received from each specialist were contradictory to earlier messages she 
received from the nephrologist and while one stated that she believed PA 102 “was a good 
donor” the other rejected her based upon medical concerns surrounding her weight that 
needed to be addressed before proceeding to donation. 
The conversation between this patient pair and their surgical specialist was dynamic 
and there was clear evidence of conflict in terms of expectations and messages.  This is 
illustrated in the Surgical Consultation Concept Map (Figure 4).   
                Figure 4  
PA 102 Surgeon Consultation 
 
 
 
 
 
 More evident in the map is the increased connectivity between the recipient and the 
surgeon as opposed to the disconnection between the surgeon and PA 102.  Based upon 
the concepts she articulated and the subsequent concept circles illustrated on the concept 
map her self-identified issues (work) appear to remain somewhat isolated by those 
concepts that she identified in her discussion with the specialist as relevant and meaningful.   
While the surgeon and recipient’s continual tug of war and verbal sparring lent itself to the 
sharing of a number of concepts, PA 102 was more concerned with timeframes as they are 
related to weight loss and suitable operation dates.  This is seen in the large red concept 
circle labelled “time”.   
What is evident in reviewing this patient pair transcript is how each of the specialist 
consultations remained siloed and independent of one another.  The potential donor was 
very clear from her first interview with the social worker that she wished to donate.  She felt 
her visit was a matter of formality in ensuring the inevitable outcome of donation.  The 
manner in which she engaged the nephrologist in her second interview added momentum 
to her agenda, and though issues were identified by the specialist during the medical and 
social history discussion, the overall message from the nephrologist further reinforced PA 
102’s resolve that she was a suitable donor.  With little more than a few minutes between 
the nephrologist consultation and the third interview with the surgeon, there was only a 
minimal amount of conversation between the two specialists and usual practice would 
dictate a longer discussion would occur at the conclusion of the clinic.   
As the surgical interview with both donor and recipient present began to unfold, it 
would not have been possible for the surgeon to know why the recipient manifested such 
argumentative behaviour.  Regardless, the donor remained focused on moving her own 
donation forward while the surgeon continued to argue his reluctance to pursue premature 
donation by focussing more heavily on surgical issues related to the donor.  It was not until 
an interview after the conclusion of the assessment clinic where the recipient was able to 
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confide in the social worker that he was still considering dialysis and palliation as possible 
outcomes for his disease as opposed to transplantation that the concern for his wife as a 
donor began to take shape.  Taking his admission into context and having the ability to 
review all of the patient pair recordings and transcripts interviews cast the interaction with 
the surgeon into a new light.  The recipient’s aggressive nature in the surgical consultation 
may well have been due to the personal conflict he had been feeling since the beginning 
about the donation proceeding and his concerns about receiving a transplant from his wife.  
These were feelings that his wife recalls that he had clearly stated earlier in their donation 
and transplant journey. 
 
He immediately said, ‘No, no, no, no’, He did a boy thing.  It 
was hard for him to even consider me donating in the 
beginning….it’s a boy thing (PA 102). 
 
 
      Seven months after the presentation to the assessment clinic and a continued exercise 
regimen, PA 102 donated her kidney to her husband.   Both donation and transplantation 
occurred without complication and the recipient never required dialysis. 
          4.4.3 All in a day’s work.  Case study 3 
 Patient pair 111 presented to the kidney transplant assessment clinic after travelling a 
significant distance from far north Queensland.  Their easy-going and casual 
communication style was evident during each consultation.  Having been married for many 
decades, PA 111 had been a part of her husband’s care for renal disease for all of their 
married life.  With no access to Internet on their property, her sources of information 
regarding living donation were derived from friends and work colleagues and her 
background in health care provided her with additional foundation in medical terminology.  
From one consultation to the next her use of specific transplant related jargon increased as 
she rapidly familiarised herself with the assessment process. 
 102
 
 
Speaker 
 
PA111 Nephrology Consultation 
 
Nephrologist 
     
  Have you had your tissue typing? 
 
PA 111 
       
…is that what I’ve got here? 
 
Nephrologist 
    
    No, tissue typing will crossmatch you against 
       your (husband). 
Later… 
 
Speaker 
 
PA111 Surgical Consultation 
 
Surgeon 
 
Have you had a crossmatch done? 
 
PA 111 
 
Nope…got the form here though and for the GFR  
as well… 
  
PA111 had a pragmatic perspective to the possibility of her donation and to her life in 
general.  Though not eager to share personal details that she felt were unnecessary, she 
comfortably explained her feelings regarding what she believed to be overly solicitous 
questions. 
 
Speaker 
 
PA111 Social Worker Consultation 
 
Social Worker 
 
Alright, with my questionnaire, did you have 
any problems filling it in? 
 
PA 111 
 
No, I can say that it was a bit different.  Um, I 
sort of felt that some of it was irrelevant. 
 
She continued to approach each of her consultations with a similar sensibility.  As opposed 
to mainly monosyllabic answers to questions as noted in a number of patient pair 
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recordings, PA 111 not only provided answers to questions but often interacted with the 
transplant team in a casual conversational manner.  In doing so, she provided additional 
health and medical history to the specialists without them being placed in a position of 
“interrogator”. 
 
Speaker 
 
PA111 Nephrology Consultation 
 
Nephrologist 
      
Do you get any regular exercise? 
 
PA 111 
     
 What kind of exercise you got in mind? 
 
Nephrologist 
      
Any sort. 
 
PA 111 
      
Well, I’m not fit, but having said that, I work all the 
      time…I’ve got horses, I garden and I’m constantly 
      doing something. 
 
Nephrologist 
     
 Okay, do you do the mowing? 
 
PA 111 
   
   I push mow and (husband) does the ride mow…I  
     move rocks…13…then I have a rest…then 13  
     more…. 
       
 It was not mentioned until later in the interview that PA 111 and her husband lived on a 
large property of over 1,000 square kilometres.  As the sole workers on the land with 
livestock, her level of exercise was significant. 
 As seen in Figure 5 and Figure 6, each dialogue maintained symmetry and cohesion 
and most concepts show clear linkages between both the transplant expert and the patient.  
Each consultation allowed for this easy style of conversation and there also appeared to be 
a level of enjoyment on the part of the clinicians as they participated in the consultations 
with PA 111. 
                   Figure 5  
PA 111 Social Worker Consultation 
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Figure 6  
PA 111 Nephrologist Consultation 
 
 
 
 Her relaxed style and acceptance of messages being conveyed by her transplant 
team, however, did not hinder her desire for donation and at no time did PA 111 appear 
complacent about her choice.  Though her family were supportive of her choice to donate, it 
was not likely that their lack of support would have changed her decision. 
 
Speaker 
 
PA111 Social Worker Consultation 
 
Social Worker 
      
Family concerned at all about you? 
 
PA 111 
    
  No, they’re quite happy. 
 
Social Worker 
      
We have some families who object. 
 
PA 111 
     
 Wouldn’t do them much good would it? 
 
Additionally, expectations she placed on her donation experience were not without 
limitations and she had clearly thought through aspects of her surgery and recovery. “That’s 
the other thing.  I won’t require the open surgery…. ‘cause that’s a big cut and I don’t fancy 
that” (PA 111). 
 Even with her careful considerations, her husband showed hesitation at the prospect 
of accepting a kidney from his wife.  Anticipating his response, PA111 refrained from 
mentioning the early stages of her living donation work-up until she was more confident it 
was going to proceed.  
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I started doing it without his knowledge…. You never know, 
as I said I sort of started before I even told (husband) about it 
and I don’t know how far I’ll get before I get vetted out. I had 
no intention of telling him before I was ready…. When I did 
there was a bit of an uproar.  He was quite indignant 
about it.  He wouldn’t put me through that blah, blah, blah. So 
I started doing some blood tests and 24 hour urine test  
before he even knew.  I think it finally grew on him to accept 
it (PA111). 
 
 Throughout PA 111’s transplant team interactions, she remained relaxed and 
cooperative.  She remained committed to her donation within the criterion that she had set 
for herself, but at no stage did she ask for a date for donation.  In fact, though her initial 
assessment indicated she was incredibly fit, she continued to wait for notification that she 
would not be able to continue for medical reasons.  Her forthright and pragmatic attitude 
combined with her easy nature and accurate grasp of medical terminology permitted the 
team to not only assess her medically and provide information about donation, but also 
opened the door for a particularly symmetrical interaction. 
  Upon further assessment however, PA 111 was found to be medically unsuitable to 
donate a kidney to her husband.  He remained dependent upon dialysis until he received a 
deceased donor transplant eight months after the conclusion of PA 111’s evaluation. 
4.5 Discussion 
 Each of these case studies emphasise living kidney donor frames and expectations 
that have impacted not only their own experience, but also on their intended recipient and 
the transplant team.  While some themes identified in the cases studies highlight the 
determination and resilience of the participants, many also reflect a level of attempted 
strategy within the consultation sessions in order to achieve a specific goal.  Conceivably, 
the long-term knowledge held by each case study participant of their recipient’s disease 
provided ample time to fully consider their choice to donate and though in two cases, the 
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potential recipients had not yet reached a stage in their disease where they required 
dialysis, the prospect of dialysis played a significant role in decision making for the living 
kidney donor.  As articulated by PA 102, the loss of freedom to travel and go where they 
wished when they wished was a significant motivator for her to volunteer donation. 
 Once the choice to donate was entrenched, there was little chance that their minds 
would be changed.  This type of resolve led to a level of self-isolation in the interviewing 
process.  Attempts made by the specialist team to convey elements of risk assisted in 
perpetuating facets of asymmetry between themselves and the participants.  Tversky and 
Kahneman saw this in their 1981 study.  This asymmetry was not due to extreme 
dissimilarity of knowledge about donation as most had done a significant amount of 
research prior to their visit to the clinic.  Even though not all information participants had 
acquired prior to their visit to the clinic was accurate, they approached their consultations 
with a confidence to their discourse that is not always apparent in doctor-patient 
conversations.  Therefore, though asymmetry may be used to describe control in discourse 
exercised in doctor-patient environments where the level of knowledge being held by the 
doctor surpasses that of the patient (Cordella, 2004; Fisher, 1984; Pomerantz & Rintel, 
2004), asymmetry here was created in part because the transplant specialists and 
participants had very differing frames of donation.  The doctor’s role in conveying clinical 
information was less consequential to the patient and the living kidney donor patient’s 
expectations of their meeting were quite different to those of their transplant team.  Issues 
that were of greater importance to the doctors, such as risk and surgical considerations, 
may have been of less significance to the patients.  It is a reminder of Tankard’s (2001) 
declaration that patient frames are sophisticated in their own right and what they may have 
believed to be personally relevant differed from the messages regarding medical risk 
expressed by their team (Bateson & Ruesch, 1987).  As their decision to donate was 
inflexible, the risk implications from the clinicians were often met with silence and may have 
been disregarded by the participants.     
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 The strong convictions held by living kidney donor patients often led to a 
marginalisation of their own medical histories.  The extent to which patients were willing to 
delve into their own histories seemed determined not only by their own knowledge about 
themselves and the health information they obtained externally but also how they believed 
their health related details would affect their ability to donate.  In each case study, the 
transplant team was well briefed on the medical and social histories of the potential donors.   
However, patients continued to feel a strong inclination to either trivialise an event that they 
perceived as a hindrance to donation or to omit it altogether.  Further, the confidence 
exhibited by the participants when conveying their messages and expectations in 
conjunction with their determination to donate created a small league of “healthy” patients in 
the unusual environment of a transplant clinic who were not likely to experience pressure or 
intimidation.  On the contrary, they were more likely to explicitly ask for what they wanted, a 
donation date.  
 Conflict between doctor and patient was also noted in a number of recordings and as 
Case Study 2 illustrates, it can be deceptively simple to misinterpret meaning and context of 
a patient from a single interaction.   But conflict was also apparent when patient pairs were 
asked to discuss how their partners and recipients felt about their choice to donate.  For 
one recipient (PA 101), her mother’s offer to donate had been explicit for many years and 
she felt very little discomfort in accepting her donation.  For the other two, however, each 
harboured serious concerns about the safety of their wives as donors.  The reasoning 
behind one recipient’s acceptance of a transplant versus the hesitation of the other two 
extend well beyond the parameters of this project.  It is not possible within the context of the 
Living Donor Study to determine this with certainty, but it raises interesting considerations.  
It is possible that the idea of donation and transplantation had been discussed many times 
between the mother and her daughter and over the course of years became more 
acceptable to the recipient.  It is also possible that as an adult child, the acceptance of a 
transplant from her parent seemed logical as her Mother’s role as a carer could easily 
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extend to living kidney donation.  In contrast, the other two recipients were the partners of 
their donors and those relationships cannot be defined in the same manner.   A child’s 
expectations of their parents –regardless of the child’s age- may extend to performing an 
act of kindness or duty for them, even when it includes risk to the parent.  This may not be 
as acceptable in a partner relationship where the possibility of loss of support in any context 
or even the loss of life is defined differently.   Nonetheless, in each case, the two male case 
study recipients were initially adamant that they would not accept a transplant from their 
partners and both of their living kidney donors incontrovertibly pursued their own means to 
achieve support for their decision.    Whereas one continually plied her husband with 
information until she felt he had capitulated, the other anticipated a negative response and 
chose to refrain from mentioning it until part of the assessment was concluded.   
4.6 Conclusion 
 Each case study with their similarities and contrasts have shown to what lengths 
potential living kidney donor patients are willing to travel in order to achieve their desired 
outcomes. They provide glimpses into many definitions of altruism, health education 
acquisition, risk taking and role of family when choosing to follow the path of living donation.  
They have demonstrated how issues of age, weight and other contraindications to donation 
have been addressed by not only transplant specialists but by the participants as they have 
endeavoured to present themselves to their transplant team in the best possible light in 
order to achieve their aim to donate. 
 Agendas and strategies were exhibited and communicated by each of the patient pair 
participants as well as by the professional players within each consultation.   Living kidney 
donor frames of altruism, gift-giving, risk and choice became apparent and there was clear 
disparity of frames between the transplant team and living kidney donor patients. The 
difference in the way each framed certain aspects of donation and risk, in particular, 
resulted in moments of conflict and disagreement.  Asymmetry within living kidney donor 
interviews was redefined to reflect specialists reciting donation risk dogma and confident 
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patients who were not reluctant to state their aims and expectations, or at the very least, 
say those words that would assist them in reaching their goals regardless of the risks to 
themselves. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 112
CHAPTER 5 
THE RISKY OPTION 
You don’t concentrate on risks. You concentrate on results. No risk is too  
great to prevent the necessary job from getting done. 
 Chuck Yeager 
5.1  Risk vs Reward 
 We have seen with the living kidney donor the case studies, living kidney donor 
patients convey their desire to donate in a proactive way and this extends to how they 
negotiate their own perception of physical and emotional risk regarding living kidney 
donation.  Similarly, the “risk” concept is prevalent throughout the concept maps for all 
participants (Appendix A).  What I find striking, however, is the consistent manner in which 
each living kidney donor managed their own risk based upon how they framed the concept 
of risk and further,  how that impacted upon the manner that they addressed messages that 
were repeatedly conveyed to them by their transplant team. 
From a more mundane perspective, exposing ourselves to risk is an everyday 
occurrence that fails to raise any element of concern for most of us.  We drive cars, many 
invest in the stock market and some smoke cigarettes. But when the risks that we accept 
relate to decisions surrounding medical treatments and one’s ability to make knowledgeable 
decisions about such risks, greater scrutiny is paid.  Where matters of living donation are 
concerned, clinicians, policy makers and ethicists are particularly attentive to a living 
donor’s ability to make an informed decision when it is specifically related to risk.  They 
shoulder a responsibility to ensure that patients who are making decisions about their own 
welfare and the risks relating to those decisions fit into definitions that have been carefully 
drafted to reflect their conventional professionally guided definition of risk (Landolt, et.al., 
2001; Spital, 2001, 2004; Spital & Taylor, 2006; Ross, 2002; UNOS Ethics Committee, 
1992).  These are the ‘clinician frames’ and they are not same as those exhibited by the 
living kidney donors.    
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According to Dan Borge (2001), taking everyday risks means exposing oneself to the 
possibility of a bad outcome. However, risk management is taking deliberate action to shift 
the odds in one’s favor.  This chapter argues that when living kidney donors accept risks to 
themselves in the form of an operation to remove a kidney or the social and psychological 
complications that may accompany donation, they are exercising their ability to manage 
their own risk.   By doing so they are effectively taking control of a situation that affects both 
the recipient and themselves and attempting to make improvement to both of their lives. 
How living kidney donors frame risk may take a number of angles.  The most 
prominent which will be discussed here is evidenced by living kidney donor acceptance of 
potential harm and physical risk as well as how they frame the risks of loss of their expected 
lifestyle.  Additionally, a prominent frame is the risk of losing their own autonomy when 
making choices regarding physical, psychological and even financial risk in the form of lost 
wages, while they recover from their donation operation.  Each of these facets of risk will be 
referred to as the living donor ‘risk frame’. 
The idea of one sharing a kindness that will result in mutual benefit even when that 
temporarily reduces the fitness of the giver and places them at risk as described by 
Stephens (1996) and  Schino and Aureli  (2010), is an interesting form of “reciprocal 
altruism”.  Though seen in many aspects of the human and animal world (Trivers, 1971), 
within the context of living kidney donation, it may mean accepting the potential physical 
and/or psychological risks on the part of the donor in an attempt to increase the health of 
the recipient.  In the remainder of this chapter, I will also examine influences like family 
responsibility and kinship and how this impacts upon how a living kidney donor manages 
their own psychological and physical state as they accept the risks communicated to them 
by their transplant team. 
To assist in better understanding how living kidney donors communicate with their 
team to secure the results they are seeking and what factors living kidney donors choose to 
consider as part of their donation experience, it is first necessary to explore the impact living 
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kidney donation has on the total number of organs being transplanted.   It is also worth 
considering how messages are conveyed, not only by clinicians, but also through literature 
and on the Internet and how this potentially affects living kidney donor expectations.  
Patient information from such sources assists in framing these patient concepts and aids in 
understanding why their agendas and expectations, as reflected by the transcripts, are so 
strong and unwavering. 
5.2 Weighing Risk against Benefit  
Weighing risk against benefit is repeatedly expressed by clinicians in terms of 
physical risk versus lifestyle convenience and recipient benefit.  PA 114’s comment that he 
understood the severity of the operation to remove his kidney highlights a different aspect of 
the ‘risk frame’.  He is stating that he has prior knowledge of this risk.  The ‘prior knowledge’ 
frame is interesting in that due to the prevalence within the text, it requires additional 
contextualisation within the risk frame category.  Though it cannot be determined whether 
PA 114 actually had prior knowledge of the topic mentioned by the clinician, he stated that 
he did and therefore implied that this was a risk that he had already considered and 
accepted. 
 
Speaker 
 
PA114 Nephrologist Consultation 
 
Nephrologist 
    
 So, um, I guess that in terms of your brother it 
    should be a great kidney for him.  What we 
    normally go through in terms of risk is talk  
    about the short term risks and the long term  
     risks. 
 
PA 114 
    
 Uh-hmm 
 
Nephrologist 
    
 I guess this is not meant to turn you off or  
    anything, but I  guess what we find is most 
     people tend to underestimate  how big an 
    operation it is. 
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PA 114 
 
  Yeah? 
 
Nephrologist 
    
 You will bounce back and most people do get  
    back to normal within a period of time…. 
 
PA 114 
    
 No, I understand that. 
 
Living donation has become common practice as a means to address the worldwide 
shortage of donor kidneys.  In 2008, it represented as much as 44% of kidney transplants 
completed in Australia (ANZDATA, 2014).  The percentages have fallen in more recent 
years 31% in 2011, 28% in 2012 and 28% in 2013 (ANZDATA, 2014), but living kidney 
donation remains a large portion of the kidney transplants that occur each year.  The overall 
success rate of kidney transplantation is compelling.   After 5 years, a kidney transplant 
recipient has between 87-96% chance of still having a working kidney (Kasserman, 2007; 
ANZDATA, 2011) and, on average, a transplanted kidney can be expected to work for 
about 10 years. For recipients of living kidney donor kidneys, overseas data has indicated 
that graft function from kidneys originating from living kidney donors may be as much as 
15% better over five years than kidneys derived from deceased donors (Mahendran & 
Veitch, 2007; Wolf, Marcovich, Merion & Konnak 2000; Terasaki, Cecka, Gjertson & 
Takemoto, 1995; Stegall, 2004).  In addition to the statistics surrounding kidney graft 
survival, for a select group of recipients having a living kidney donor means they will not be 
required to endure dialysis because kidneys from living kidney donors may be transplanted 
“pre-emptively” or before dialysis has commenced in the recipient.  This type of transplant 
flexibility is in stark contrast to the rigid criteria that must be adhered to for those who hope 
to wait on the transplant waiting list for deceased organs.  Listing criteria dictate that they 
cannot even be activated on the waiting list until they have commenced dialysis 
(Transplantation Society Australia and New Zealand [TSANZ], 2012).   
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Convenience also plays a role in living kidney donation; however such decisions to 
pursue living kidney donation and transplantation may also reflect a requirement on the part 
of patient to be in control of their surgical situation.  Transplantation is by its very nature an 
emergency procedure as in most cases organs become available at any time day or night 
and then must be transplanted within a very short space of time.  In contrast, living kidney 
donation is a planned, elective surgery.  Both donor and recipient are able to plan for the 
event and are not required to remain in close proximity to a hospital at all times in the event 
a suitably matched organ becomes available.  For clinicians and recipients alike, living 
donation is often viewed as a positive solution to the lack of deceased donor organs, but 
despite changes to public education strategies to increase deceased organ donation and 
the subsequent rise in national donation figures, the number of those waiting for 
transplantation far outstrips the supply of kidneys being donated. Depending upon a 
potential recipient’s blood group, their geographic location and other factors like tissue 
typing and sensitivity, the wait for a kidney transplant can exceed more than five years in 
Australia, the United States and the United Kingdom (United Network for Organ Sharing 
[UNOS], 2007; ANZDATA, 2011; National Health Service Blood and Transplant [NHS], 
2012).  Such protracted wait times provide additional justification of living kidney donation 
and establishes this as a more suitable option for many.    
Suitability from the living kidney donor perspective involves a number of factors and 
considerations that include their acceptance of personal risk when weighed against the risk 
imposed upon the recipient who may be on dialysis.  United States data indicates that only 
50% of dialysis patients awaiting renal transplantation are alive three years after they 
commence their treatment compared to 82% who receive pre-emptive transplantation 
(United States Renal Data System Annual Report [USRDS], 2013).  Australian data is only 
marginally better (ANZDATA Annual Report, 2011) and reflects the incontrovertible physical 
vulnerability of this group.  These are significant statistics and may well provide some 
explanation about the living kidney donors acceptance of risks they view today versus the 
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risk of their loved one’s death in what may be the not too distant future.  The consideration 
and further assumption of risks lead to additional factors including respect for a patient’s 
autonomy and choice.  This may be considered from a number of perspectives.  One 
interpretation of autonomy from the patient point of view is their right to make an 
independent decision about their health, whereas autonomy is widely reflected by 
transplantation experts to be achievable through a process of informed consent by the living 
kidney donor along with the living kidney donor’s understanding of the benefit to be realised 
by the recipient (Organ Procurement and Transplantation Network [OPTN], 2008; Authors 
for the Live Organ Donor Consensus Group, 2002).     
From the living kidney donor perspective, these are all valid and persuasive reasons 
to pursue living kidney donation. However, living kidney donation requires a surgical 
procedure.  While most are performed laprascopically with an additional larger cut down 
near the pelvis being made to remove the kidney, it remains a major operation and with it 
comes a number of physical risks to the patient.  Though not a common occurrence, living 
kidney donor deaths in Australia and overseas are documented.   The estimated ratio of 
death due to this procedure is 3 in 10,000 (Queensland Renal Transplant Service, 2010; 
Bowman, 2010).  One analogy frequently used during living kidney donor-transplant team 
recorded conversations compared this incidence of death to the possibility of being killed in 
a car accident on Queensland roads in a given year (PA 103, 108, 111).   Mortality 
notwithstanding, the most serious complications relating to living kidney donation are 
pulmonary embolus or blockage in the lung usually due to a blood clot or unforeseen 
bleeding complications. They are risks that are associated with most surgical procedures 
that require an anaesthetic and an incision.  They are rare events. The critical element that 
differs in living kidney donation is that the operation that donors are consenting to will not 
improve their physical well- being.   While it is possibly in the best interests of their recipient, 
the operation is harmful, not helpful to them, as they are healthy patients prior to their 
operation.  Therefore, benefit to the donor must be derived from elsewhere.   
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The living kidney donor risk frame was particularly strong when discussing their 
upcoming operation in that the recipient is accepting of risk that they may be faced with as 
part of their operation and remain undeterred in their motivations to proceed with donation. 
They remained focused on the benefit to their recipient and mitigated their own risk by 
either stating they already knew information (prior-knowledge frame), or that they accepted 
debilitation or death as a reasonable outcome if it benefitted their recipient (PA 101, 104, 
108).  Only one participant spoke directly about personal benefit (PA102) when she 
described the freedom she would enjoy when not encumbered by her husband’s illness. 
5.3 Recovery and Long Term Complications 
 Recovery times vary from one patient to the next, however, living kidney donors will 
usually spend between three and five days in the hospital before being discharged home.  
As is the case with many serious surgical procedures, living kidney donor patients will 
experience pain and discomfort after their operation.  Due to the substantial amount of 
manipulation required to dissect the kidney from the vessels and tissues within the body 
and then safely remove it, there is a football-sized area within the abdomen that is affected 
by the donation operation and may be potentially injured during surgery (Khakhar, 
Varadrajan & Ratner, 2008; Wolf, et al., 2000).  This may cause discomfort for a number of 
weeks following the operation.  It is not uncommon for patients to require the assistance of 
a carer for a short time after their operation and they are advised to avoid driving for a 
period of time and not to lift anything of considerable weight for approximately six weeks.  It 
is for this reason that patients are advised to make arrangements for time away from work, 
loss of income, and any personal commitments prior to their presentation to hospital for 
their donation. 
 Since the body’s natural redundancy of having two kidneys has been eliminated, 
unforeseen circumstances like trauma or illness can impact upon the donor’s remaining 
kidney function.   Though there is no increase in risk above the general population of 
developing renal failure in people who have been donors, other factors like late onset type II 
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diabetes or hypertension can create problems in the years that follow.  Recent research 
from Norway (Mjoen, et. al., 2013) however, has shown that living kidney donors have a 
higher incidence of kidney failure and are at greater risk of hypertension over time when 
compared with a comparable healthy population.  For those unfortunate few, they will 
require dialysis or even transplantation themselves (Gibney, King & Maluf, 2007; 
ANZDATA, 2011).   In an attempt to lessen such risks, living kidney donors are encouraged 
by their transplant team to maintain an optimal body weight in order to reduce the incidence 
of type II diabetes, high blood pressure and unnecessary strain on the remaining kidney.   
5.4 Minimising Risk Perception 
 ‘Perception’ of risk is a term used when attempting to determine how people 
weigh dangers to themselves within a larger context.  For instance human judgment would 
likely consider a nuclear accident occurring once every ten years, annihilating half a million 
people each time to be horrifying or even scandalous, but when compared to a similar 
number of deaths due to road accidents over the same period of time, it is viewed as tragic, 
but somehow acceptable (Ashby, 1981).  It is an interesting analogy given that transplant 
experts often relate to risk of donation in comparison to the low risk of a motor vehicle 
accident, as mentioned earlier.  Further, perception of risk may be altered when statistics 
stating that between one and three people will die waiting for their transplants in Australia 
(Australian Government, 2011b).  This may not be easily overlooked when a healthy 
individual is the potential donor and one of those statistics could be a loved one if action is 
not taken.   
In order to further inform their decision about living kidney donation, all but one of the 
participants in this study relied heavily on information sought and collected through the 
Internet.  A cursory “Google” search using the keywords “living donation”, provides a 
multitude of websites appealing for donors and touting the safety of the procedure and its 
ability to help others.  These statements were then repeated by participants. 
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Speaker 
 
Living Donor Quotes 
 
PA 107 
    
  I just want to help people…it will give my sister 
     better quality of life. 
 
PA 114 
    …it’s just a kidney…most common thing donated,  
     right? 
 
Phrases like “better quality of life” and “the most common organ donated”, “good choice for 
patients” saturate Internet information sites and blogs that appear when one types the key 
words “kidney transplant” into the Google search window8.  
Far fewer participants focus on the potential physical or psychological risks of living 
donation that may be found with a slightly more refined “Google” search using keywords like 
“living kidney donation risks”.  Such messages that convey better quality of life for the 
recipient and safety for the donor are the ones participants focused upon and served to 
reaffirm their choice to donate. Phrases spoken by the transplant team continued to 
endorse and reinforce their pre-existing concepts and expectations well into the 
assessment clinic.  “So, first things first, is that live donor transplantation is a great option 
for you.  The kidneys usually work straight away.  It is a fantastic option…” (Nephrologist to 
PA 108).  Such utterances may have also served to minimise how patients viewed risk to 
themselves or at the very least assisted in providing them with a strategy in choosing what 
and how to communicate their expectations to their team.   
For other living kidney donors, however, the potential repercussions of donating and 
even the acceptance of their possible death as a consequence of living donation seems 
well considered prior to any messages presented by their team. 
                                               
8
 www.kidney.org.au/ForPatients/ 
http://www.patient.co.uk/doctor/organ-donation 
www.sciencedaily.com/releases/2012/09/120911172300.htm 
 
 
 121
 
 
Speaker 
 
Living Donor Quotes 
 
 
PA 104 to Researcher 
 
…and I also want him to know that if 
anything happened to me in the operating 
theatre, its fine.  It’s fine by me. 
 
PA 104 to Social Worker 
 
If I died on the operating table, it wouldn’t 
matter anyway. 
 
 
PA 104 to Nephrologist 
 
I mean if it happened (death)….if they told 
me that was going to happen before, I 
would say, go for it still. 
 
PA 104 to Surgeon 
 
Look, I’ve always said that if I drop dead on 
the table, I don’t care. 
 
A single comment spoken during a consultation full of chatter and new information 
could be considered inconsequential or even flippant, but when repeated throughout the 
course of the multi-disciplinary assessments and consultations and to each member of her 
team, it becomes clearer that PA 104 had considered this possible eventuality.  Whether 
she felt strongly about her acceptance of death cannot be determined from her choice of 
words reflected in the transcripts, but she openly stated her willingness to validate the 
consequence of death and in doing so, she suggested her acceptance.  Such a statement 
could be interpreted a number of ways including her further commitment to her participation 
as a living kidney donor.  In making these statements, however, she also communicated a 
message that she had measured her risks and had included the potential finality of her 
death and she had done so in a manner that was personal to her own life and 
circumstance.  This interaction between PA 104 and her transplant team demonstrates the 
strength and resilience of the living donor ‘risk frame’. She had demonstrated that as the 
person choosing to take the risk, she also knew that her donation had the potential for both 
good and bad outcomes and she accepted her risk.  
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5.5 The Urge to Donate 
In light of the possible complications, clinicians participating in the Living Donor 
Study often referred to research from Sweden (Fehrman-Ekholm, Elindir, Stenbeck, Tyden 
& Groth, 1997) that claims living kidney donors live longer than the general population.  This 
research has been challenged by Mjoen, et al, (2013), but when put into context, the 
possibility of greater longevity after donation as argued by Fehrman-Ekholm, et al, is not 
necessarily due to having a single kidney, but is more likely due to the rigorous vetting 
process during assessment, the living kidney donor patient’s exceptional health prior to their 
donation, and their commitment to maintain a healthy lifestyle afterwards.  Possibly, these 
assertions made by the team, in combination with previous information obtained by the 
living kidney donor, serve to reinforce commitment to donation and further to accept any 
identified risks. 
Chauncy Starr (1969) famously theorises that people accept risks 1,000 times 
greater if the situation is voluntary e.g. driving a car, as opposed to situations where the 
choice is involuntary or made for them.  But similar to the statistics given earlier pertaining 
to deaths on a waiting list, it is not possible to truly understand how patients find those 
numbers relevant to their own measurement of risk unless it is coupled with the sense of 
how those numbers have personal implications (Slovic, Finucane, Peters & MacGregor, 
2004).  In the case of living kidney donation, however, though the element of risk is spoken 
about as part of the assessment, it is difficult to determine from the transcripts whether a 
patient’s conceptualisation of risk is reflective of clinician risk assessments.  With the 
exception of PA 111 who was a highlighted case study in Chapter Four, all but one patient 
pair transcripts, monologues given by the clinicians outlining risks were met primarily with 
monosyllabic responses, “Hmmm”, “Yup” and “Yes” by the participants. This is in contrast to 
PA111 who waiting patiently until the end of the monologue or until she was asked a 
specific question at which time she usually responded with full sentences.  Another 
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important aspect of how patients distinguish their own risk may lie with messages they have 
reported they’ve seen of health communication experts, clinicians, and politicians who 
openly vocalise messages that not only is living donation safe but also socially desirable in 
that as a donor you are providing the “gift of life” and helping your greater community (US 
Federal News Service, 2005; Gift of Life Stories, 2012; Australian Government, 2011a).  It 
may be that such information seems incongruous in that as it broadcasts the benefits of 
donation, it does not accurately reflect the potential risk to the living kidney donor.  Not only 
is living kidney donation a voluntary action, but as Slovic (1987) voices, a patient’s 
conceptualisation of risk is not always accurate in terms of capturing information about 
threats or problems.  Messages given to them by their transplant team that openly advertise 
the merits of donation are then combined with a potential donor’s personal experiences and 
this further drives their commitment for donation.  
Donor benefit as defined by living kidney donors themselves was clear within the 
transcripts but was dissimilar in many instances to the physical and psychological benefit 
and risk that have long been considered by clinicians when determining the suitability of the 
living kidney donor (Spital, A, 2004; Ilic & Avramovic, 2002 ; Zeller, 2009 ;  Gill & Lowes, 
2008; Lennerling, et al., 2003).  These authors are each in agreement that the choice to 
donate an organ has the ability to create positive long-term psychological implications for 
the person donating.  These conclusions are drawn from studies that involve retrospective 
interviews and questionnaires.  Such studies are purely voluntary and therefore cannot 
determine how those who chose not to participate may have been affected, especially if the 
outcome of the transplant did not meet with their expectations (Kranenburg, et al., 2008; 
Aulisio, 2008; Franklin, 2008).    
Interestingly, Valapour  (2008) concludes that there are no prospective studies that 
measure potential donor’s understanding at the time of consent, and most retrospective 
studies that use interviews and surveys to investigate living kidney donor motivations and 
decisions are subject to a number of biases including the inability to accurately recall their 
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experience.  This is in distinct contrast to the Living Donor Study that has taken 
doctor/patient interactions as they occur to gain a better understanding of how frames lead 
a living kidney donor to their decision to donate.    Valapour also stated that in combination 
with factors including quality of life, recipient outcomes, or the donor’s own medical 
outcomes, studies such as these are effectively more about select memory rather than an 
accurate assessment of their understanding in the context of their choice to donate.  
Participants of the Living Donor Study spoke more of family expectations and the 
desire to change the events that were unfolding before them. 
 
Speaker 
 
Living Donor Quotes 
 
Social Worker 
      
 
So you’re the first cab of the rank? (laugh) 
 
PA 110 
  
    It’s hard to see him like that, he’s got three young  
     children. But my other brother would have been willing  
     to do it and my sister in South Africa is willing to do it,  
     so yeah….I love my brother.  I just said you know I   
     won’t wait to do this.  I suppose there are no  
     guarantees though are there?  I mean, yeah.  I would  
     rather do it and if it didn’t work…. 
 
And then,  
 
Speaker 
 
Living Donor Quotes 
 
Researcher 
     
 What lead you to your choice to donate? 
 
PA 104 
    
  I have to do something… 
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Unlike a retrospective survey that is subject to participant recall bias and patient 
choices about what to include or exclude from their answer, these conversations are less 
censored and reflect intense agenda setting and strategy on the part of the living kidney 
donor. 
Where living kidney donors in the previous studies often failed to recognise or rather 
refrained from articulating any concerns they may have felt relating to the psychological 
implications of their donation on either their recipient or themselves, a more recent 
retrospective Queensland longitudinal study (McGrath, et al., 2012) finds that patients 
responded to research interviewers by saying that their kidney donation is “no big deal” (p. 
214) or a “no brainer” (p. 207).  It is curious that not one potential living kidney donor in the 
Living Donor Study referred to their donation in this way.  However to have articulated such 
a belief would have likely attracted additional scrutiny on the part of the transplant team, as 
such an ambivalent comment could have easily been interpreted as a lack of awareness of 
the risks involved in donation. 
Further similarities to previous statistics derived from overseas research (Mohsin, et 
al., 2007; Thiel, 2005; Kjellstrand, 1988; Oien, et al., 2005; Zimmerman, Donnelly, Miller, 
Stewart & Albert, 2000; Leander, 2011), were found in the Living Donor Study in the form of 
gender disparity.  In this project seven of the ten participants were women and represented 
two wives donating to husbands, two sisters donating to siblings, two mothers donating to 
their adult children and one female friend who wished to donate to another friend.  This is a 
slightly higher ratio than is reflected nationally in Australia with 62% of living kidney donors 
being female in 2010 (ANZDATA, 2011).  Most represented the female carer in the 
relationship, and this is in keeping with arguments made by Gordon and Ladner (2012) that 
females are often placed in this position and that role extends to becoming a living kidney 
donor.   
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Speaker 
 
Living Donor Quotes 
 
Researcher 
     
 So of your big family, was anyone else able to possibly  
     Donate or you just decided this was for you? 
 
PA 107 
     
 I think it’s because I am more involved in the  
    Community and (a) more social person than my  
     brothers.  They’re ...not, they’re not.  Not at all… they’re  
     different. 
 
 
Though not specific to gender, the element of emotional and psychological risk 
appeared greater with some participants of the Living Donor Study than with others.  After 
discussions and further deliberation amongst the multi-disciplinary team, PA 103 was 
deemed to be unsuitable as a living kidney donor.  Like the majority of other participants, 
PA 103 was also certain that she wanted to donate and she openly disclosed her recent 
remission from anorexia nervosa and bulimia as well as her desire to donate to her friend 
and former priest. 
 
Speaker 
 
PA103 Nephrologist Consultation 
 
Nephrologist 
 
So the anorexia sort of started at 18 you 
 said? 
 
PA 103 
           
 Yes.  I went to 35-36 kilos. 
 
Nephrologist 
            
  Yep, yep… Okay, so when did you…how 
  long did this last for?  Until sort of quite  
  recently? 
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PA 103 
           
 Yeah, about 2-3 years ago 
 
Nephrologist 
 
Okay so, to the issue of transplantation, 
now the person you potentially want to   
donate to is your priest, is that right? 
 
PA 103 
           
Is a priest. 
 
Nephrologist 
           
 Not yours anymore? 
 
PA 103 
        
 No. 
 
Nephrologist 
          
So how does this all…where does this come  
from?... Sort of getting to the relationship. 
 
PA 103 
              
 Uh:::we’re friends…Uhmm…. 
 
The concerns from the transplant team included the possibility of psychological harm 
to PA 103 if she proceeded with her intended donation as well as how her emotional state 
would be affected if the transplant failed in the recipient.  For her transplant team, the level 
of psychological and emotional risk to PA103 far exceeded the potential benefit to either her 
as the donor or to the recipient.  Further concern was verbalised by the team in terms of 
potential adverse emotional effects that could be manifested in PA 103 in the future if she 
were not able to donate to her friend.  Instances when living kidney donors have felt an 
unexpected sadness once the donation is completed have also been demonstrated in 
previous research (Schroder, McDonald, Etringer & Snyders, 2008; Nolan, et al., 2004).  In 
this situation, potentially deleterious ramifications of living kidney donation were identified 
by the team, but in certain instances, pressures placed by living kidney donors on 
themselves as well as how they choose to frame those difficulties are not easily identified 
prior to donation and may not be openly stated as part of the assessment consultations.  
Early studies on living kidney donor motivations (Simmons, 1987) finds that though 83% of 
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living kidney donors cite that they wished to help their recipient have a better life, other 
motivators like guilt for previous actions (25%), concerns with family disapproval if they 
opted not to donate (14%) and their desire to concede to more subtle pressures from family 
members (43%) also played a role in their eventual choice.   Each of these factors are 
representative of what Dew, Switzer, DiMartini, Myaskovsky and Crowley-Matoka (2005), 
call intrinsic and extrinsic motivations to donate where intrinsic motivations represent the 
desire to ease someone’s suffering, and extrinsic motivators manifest in family pressures, 
as well as what the living kidney donor may perceive as a social norm of behaviour. 
Though not part of the patient pair participants, recordings from members of a living 
kidney donor panel were transcribed and provided additional texture as well as clarity to 
motivations exhibited by living kidney donors.  Though recorded in retrospect as each 
participant was looking back on their donation experience, the psychological stress and 
ensuing emotions remained evident. 
One living kidney donor and interview panel participant recounted her experience as 
a donor to her husband six months after his successful transplant. For easier reference we 
will refer to Panel Member 1 as “Anne” in this section.  As the panel discussion began to 
focus more exclusively on emotions prior to donation, Anne began to appear more 
distraught as she attempted to articulate her past experiences.  
 
Speaker 
 
Recipient Panel Discussion 
 
Anne 
   
Um, well I guess I felt pretty anxious in the 
weeks leading up to it, but…you know…you’ve  
said you’re going to do, so… 
 
Moderator 
    
 Was there ever…I mean obviously it’s the 
 people you are very close to that you’re doing  
 this with…. Did you find that you had two roles 
 that you were doing?  Support of that person? 
 
 129
 (The donor placed her hands together, closed her eyes and tried not to cry.  She was 
unable to speak and took a long pause.) 
 
 
Speaker Recipient Panel Discussion 
Moderator Do you want to have a break? 
Anne 
 Yes, please. (crying now) 
 
 
Video and audio were stopped and there was a 25-minute break for morning tea.  When the 
panel resumed, the donor was able to elaborate further about the weeks leading up to her 
operation and how she stated her daughter felt about her mother’s surgery. 
 
 
Speaker 
 
Recipient Panel Discussion 
 
Anne 
  
Yeah my daughter, she would get quite  upset.  I   
think sometimes I was thinking more about my 
operation than my  husband’s operation because it 
was happening to both of us.  You know, I know that 
he was that one that was sick but sometimes I would 
be thinking, you know, it’s happening to me too.  So, 
you know. 
 
Moderator 
   
So mentioned that one daughter was fine?  Just took 
 it in stride? 
 
Anne 
   
Yeah…my uh…I’ve got two daughters, eight and ten they  
were last year when we had our operation.  My oldest 
daughter is, well you know, she just knows that  
everything’s going to go as planned, but younger daughter  
was very anxious about it, but we just um, told her that she 
had to be strong and she was…fine.  She was very worried 
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but she was fine. 
 
Moderator 
     
Do you find that she sort of remembers being concerned  
at that time or has she just moved straight on? 
 
Anne 
     
Uh, I think she probably does still remember that time  
because we talked about it a lot sort of at bedtime  
because she’d be quite anxious,  but um, but now it’s  
just…life. 
 
Based upon the panel discussion, Anne’s resolve to donate never wavered, 
however, the interaction with other donors in combination with a moderator directing 
specific questions to her during the panel placed her in a position to reflect on and then 
articulate her experience, and discuss how her steadfast determination to donate to her 
husband may have affected her daughter.  The manner in which she spoke with her 
daughter about donation as well as by telling her daughter to “be strong”, suggested she 
had not only accepted the risk for herself, but the risk to her child through the possible loss 
the loss of her mother.  Jones, Payne and Matas (1993) reports similar behaviours to those 
of Anne from a previous study, where an individual’s own values, customs and expectations 
of living donation became incorporated in discussions with another, in this case it was 
Anne’s daughter.   She had demonstrated what Spital, and Taylor (2006) call a “pure 
motivation” to donate as she attempted to balance the care for her husband and daughters 
and finally herself.  In doing so she became emotionally stripped to a certain extent as 
described in additional living kidney donor research by Ilic and Avramovic (2002), who posit 
that such strong motivators like the desire to help another family member, in the more 
extreme sense, may sap the emotional reserves of the donor, and, in turn, that may lead to 
an emotional antithesis of depression or sorrow later. For Anne,  this may have translated 
itself into a form of grief that has been previously seen in and documented in living kidney 
donor research (Young, 2007).  The emotions she exhibited during the panel discussion in 
combination with how Anne spoke of her daughter’s anxiety, contrasted to a large extent 
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with research by McGrath, Pun and Holewa (2012), who find that participants 
retrospectively state that their experience are “really positive” with “no downsides to the 
decision”.  Anne’s experience and the manner in which she reflected upon her donation 
journey months later, highlight the complexity of family relationships, social expectations 
and self- driven motivations that cannot always be teased out during even the most 
thorough consultation, especially when the sharing such details is considered less a priority 
for the living kidney donor. 
Anne’s experience provided an example of how she managed her child’s negative 
reactions to her mother’s donation.  Such negativity from a child in fear for their parents’ 
safety are not beyond the realm of expectation and dissenting opinions from adult family 
and friends regarding choices about organ donation are not uncommon (Young, 2007).   
Concepts reflecting lack of support, concern and disagreement regarding the participant’s 
potential donation were apparent in four patient pair interactions and were addressed by 
living kidney donors as part of their experience. They ranged from the mildly concerned to 
the extremely distraught.  
 
Speaker 
 
Comments from Friends and Family of Living Donors 
PA 104     He said, “I don’t know if this is a good idea” 
PA 103      My brother said this is the most selfish thing I’ve 
     ever done… He’s not happy.  
 
Though this created additional considerations for living kidney donors, their 
entrenched resolution to donate was strong enough that though they chose to discuss their 
family’s opinions they openly refuted them during the assessment consultations.  “No, Mum 
doesn’t want me to do it, but she will support me either way” (PA 103). 
Similar to Janis and Mann’s (1977) view that moral reasoning prevents the donor 
from considering alternatives other than donation, participants may have chosen to listen to 
information that reaffirmed their choices and filtered out negative interference or at times 
 132
ignored messages from family and peers that might instil doubt in their minds.  The living 
kidney donor’s ability to provide consent freely and to choose to help another despite the 
potential risks of surgery or of alienation or coercion from family is fundamental to living 
kidney donor processes (Jowsey & Schneekloth, 2008). Usually this interpretation is central 
to concerns that coercion and family pressures equate to unhealthy pressure to donate 
(Spital, 2008; Lennerling & Nyberg, 2004; Price, 2000). 
5.5.1 Autonomy and informed consent. 
Autonomy recognises the human capacity for self-determination (Miller, 2004).  It 
requires the decision maker to be intentioned, understood and sovereign (Faden & 
Beauchamp, 1986). To further define such autonomy within the context of living donation, 
Muller (2009) argues that autonomous choice must include insight and the absence of 
controlling and coercive sway.  By choosing to act on such sovereignty, despite the 
potential risks to themselves in order to help another as outlined by Jowsey & Schneekloth 
(2008), the choices are acceptable, even if the risks great.  Living kidney donors may 
exercise an understanding of the consequences of their decisions (Ingelfinger, 1972; 
Somervile, 1979), even when the choices they make may mean their death.  By executing 
autonomous decision-making, living kidney donors exercise a choice to place themselves at 
risk and by ignoring messages that could keep those from their goal are still making 
decisions freely based upon the living kidney donor’s management of their own perceived 
level of risk.  This may not be in keeping with more traditional transplant expert attitudes 
(Spital, 2004; Beauchamp & Childress, 2008; Childress, 1982).  However, in consideration 
of a patient who chooses to accept or dismiss messages about their treatment or care, and 
given that they are healthy at the time, the message that is conveyed to the transplant 
team, is still autonomous and no less informed because they have accepted such risks.   
 Swindell (2009) argues further that autonomy in the philosophical context differs from 
the concept of autonomy in medicine.  He believes the philosophical definition 
encompasses an ideal that individuals aspire towards and that motivations are affirmed and 
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endorsed.  Conversely, medical autonomy has been sanitised and then summarised by four 
preconditions.  First the patient understands the risks and benefits of their treatment and 
second, appreciates the prognosis and associated risks.  In doing so they fulfil the third 
condition in that they have engaged in a process that included consideration of the 
advantages and disadvantages of their treatment.  This leads them to the fourth condition 
when they arrive at their decision and communicate to their medical team their choice to 
proceed or not to proceed.  A formal measure of these preconditions is called “decision 
making capacity” (Grisso & Appelbaum, 1998). It would seem the participants in the Living 
Donor Study have achieved an interesting mixture of the two.  Though their choices to 
donate are based on concepts and expectations that may have been born of reciprocal 
altruistic motivators or emotional, philosophical and even logistical reasoning, they have 
also managed to fulfil the criteria as outlined by Swindell’s definition of medical autonomy.  
Despite their individual and personal motivations to donate, they are speaking the language 
necessary to ensure they meet the medical criteria for autonomy. 
 Regardless of the motivations of living kidney donors, there remains an expectation 
on the part of transplant clinicians that their living donor patients are informed if they are to 
proceed with donation (Transplantation and Anatomy Act, 1979; Victoria Human Tissue Act, 
1982; New South Wales Human Tissue Act, 1983).  Because the cornerstone for informed 
consent is premised upon the patient’s considerable understanding of the consequences of 
their decision (Ingelfinger, 1972; Queensland RenalTransplant Services, 2010; Benn, 1967; 
Gert, 1972), additional practices in the form of designated officers9 are in place in 
Queensland to ensure no external pressures have been applied and that patients 
understand the options that have been placed before them.  With such safeguards in place, 
the question has still been posed whether a living kidney donor is capable of giving an 
                                               
9
 The use of designated officers is required by Law in Australia.  They are appointed by the Hospital Medical Director or 
Head of Hospital and their role is to act as a third party intermediary as outlined out by each State’s Transplantation Law 
to ensure the person providing consent is (1) of sound mind to give consent,  (2) is free of coercive forces and (3) 
understands the information that has been provided by their donation and transplantation team.  Designated Officers may 
have no other role in the living donation process and have the authority to discontinue the living kidney donor process if 
there are concerns regarding any of the aforementioned issues.   
 134
informed consent if there are extrinsic pressures applied while making their decision.  This 
concern was tested in a court of law when judges in the State of Illinois were asked to rule 
whether informed consent was possible within the context of living donation.  Though no 
judgement was given, they stated: 
A higher standard of voluntariness should be applied for organ donation than 
therapeutic medical procedures given that the risks are born by one person while the 
benefits go to another… (Gregg, 1988). 
As discussed earlier in this chapter, the manner in which a person whose 
professional role is to ensure that a living kidney donor is making an informed decision is 
likely to frame risk differently than one who is preparing to become a living kidney donor.  
This statement made by the court begins to capture how the law must recognise the 
differences between health and legal professional risk frames and gift-giving compared to 
how those individuals who choose to donate view their own risk of donation, their 
acceptance of risk and whether their consent is informed. 
5.5.2 Living kidney donor benefit. 
There is an intricate and delicate relationship between donor and recipient, and as 
Simmons and Anderson (1982) note, in the case of family members and close friends, it is 
often a mutually beneficial psychological venture.  The investment on the part of the living 
kidney donor is in keeping with research by Simmons (1987) who found that of 205 living 
kidney donors interviewed after donation, 78% had made the choice to donate after hearing 
about their loved ones need for transplant and well before their medical assessment to 
determine suitability.  Many expressed that desire to donate occurred without consideration 
or deliberation of the risks involved.  The high percentage of living kidney donors who knew 
they wanted to donate on an instinctual level has been recognised by researchers not as 
“coercion by love” but rather a less than exceptional commitment to emotion or morality 
(Crouch & Elliott, 1999) and more a part of ordinary human life.  In other words, such 
behaviours are perhaps more within our social norms than may be suspected.  Quite 
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simply, it is something people do for those they care about or love and lacks underlying 
motivators.  This is in agreement with findings from researchers like McGrath, Holewa and 
Pun (2012), who find that the decision to donate was an extension of ordinary family 
relationships that rather than living kidney donation being a heroic decision it was 
considered as “no big deal”.  Additionally, many living kidney donors rationalised that there 
is little need for two kidneys and therefore, by giving one away, the risk of ill health 
remained negligible.  This is in contrast to others (Simmons, 1987) who consider that 
multiple motivations for living donation including guilt and obligation play a significant role in 
the living kidney donor’s assessment of their own risk.  Additionally, Ilic and Avramovic  
(2002) contend that pure motivation is rare in living kidney donation.  It is their belief that 
many decisions to donate are based upon a number of factors and impulses that extend 
beyond altruism and kinship and that external pressure and manipulation from other family 
members may often play a significant role for the living kidney donor. 
Given the polarity within the literature, it should be acknowledged that relationships 
also have the ability to generate an obligation of beneficence (Glannon & Friedman, 2005).  
This, too, was illustrated in the transcripts as living kidney donor motivators appeared 
extremely strong within participant discourses.  As seen within one of the previous case 
studies, the intense motivation of one donor (PA 102) placed the recipient in a position 
where he was obliged to accept a kidney from his wife.  This does not necessarily imply, 
however, that Crouch and Elliott’s (1999) findings are in contradiction with those of Ilic and 
Avramovic (2002), who state that not only were recipients forced to accept transplants from 
their donors but felt donor decisions were often impulsive and lacked rational consideration.  
The participants in the Living Donor Study went to great lengths to convey that they had 
thought through and considered their actions and in doing so had invested in their decision 
when they chose to give a kidney.  This points to strategies that were applied by patients 
whose motivations to donate are already firmly in place before their first consultation with 
the transplant team.  
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 Offerings in the form of organs highlight the incredible complexity of family 
relationships and how various families interpret social expectations.  Though not the focus 
of this research, it would be remiss not to recognise how the idea of gift-giving may relate to 
various frames identified within the living kidney donor transcripts.  The term “gift” was 
repeatedly used by living kidney donor participants (PA 103, 104 &109) and during panel 
discussions (panel members 2, 3, 5 & 6) when describing their own kidney donation 
experiences.  Participants rarely spoke of the desire for reciprocity for their donation, but on 
more than one occasion discussions within the assessment clinic focused briefly on the 
idea of what they stood to gain or lose if the patient donated their kidney to their intended 
recipient.  Discussion also included the consideration that if they donated to one person 
now, they would not be able to donate to someone else at a later date, e.g., their child.  
 
Speaker 
 
PA 109 Nephrologist Consultation 
 
PA 109 
   
 I mean that was probably the biggest thing 
 for me, to make sure…because we didn’t  
 want what happened to (recipient wife)  
 [kidney disease] to happen to the girls. 
 
Nephrologist 
    
Yes, that would have put you in a difficult 
 position. 
 
PA 109 
   
So we wanted to make sure the girls were all  
good so we had them done (kidney function  
tests) early. 
 
At other times, the idea of receiving a transplant from a living kidney donor was not always 
met with enthusiasm upon initial consideration (Levenson & Olbrisch, 1987) as was the 
case in two of the previous case studies PA 102 and PA 111.  In those instances, the idea 
of receiving a kidney from someone close to them created feelings of discomfort and fear as 
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the potential cost of their acceptance could be the loss of their loved one.  In other 
situations, however, the difficulties shouldered by one with kidney failure begins to weigh 
heavy upon them and what may have been refusal in the past to accept a transplant from a 
sibling, becomes a more logical and tolerable solution. 
 
Speaker 
 
PA 109 Nephrologist Consultation 
 
PA 115 
    
I did offer about three or four years ago, 
but he wouldn’t accept it. 
 
Social Worker 
   I 
Is that because of your (young) age? 
 
PA 115 
   
Not sure to be honest.  He’s really desperate 
now and he has high expectations.  My other 
siblings have kids and you wouldn’t take it from 
any of them…just ‘cause their kids might need it 
someday. 
 
 The concepts of love and kinship within the transcripts were consistent as were the 
stoicism and commitment of the donors.   However there were views that indicate 
considerable reflection that were volunteered within the dialogue. 
 
Speaker 
 
Living Donor Comments 
 
PA 101 
    
I’d like a Grandchild.  Will (recipient) be  
able to have a baby? 
 
PA 102 
  
If he was on dialysis, it would affect our 
family too. 
 
This may indicate that on more subtle levels, elements of reciprocity may have played a 
part in their decision and even if the recipient was initially an unwilling participant in that 
they may not have wanted to accept a kidney in the early stages of the donation discussion.  
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This was seen in a number of participant discussions throughout the Living Donor Study 
(PA 102, 104,107 & 111).  According to Gill and Lowes (2008), living kidney donation is not 
always about gift-giving and certainly living kidney donor comments that attempt to place 
tangible value on the kidney donation gift, though seemingly considered meaningless within 
the context of single discussion, have the ability to apply not so subtle pressure and change 
the dynamics within the living kidney donor-recipient relationship.  “If you don’t behave, you 
won’t get a kidney…” (PA 102).  PA 102 consultations with the transplant team were 
highlighted in Chapter Four and it is possible that her threat to revoke her donation was said 
in jest or it may have also been an attempt to calm a tense situation with humour.  It also 
demonstrates that she is aware that her donation holds value and that her choice to donate 
could change leaving her husband without an immediate transplant option. 
Marcel Mauss (1970) speaks of gifts as both being simultaneously self-interested 
and disinterested, voluntary and at the same time, obligatory.  While this may be true from a 
philosophical and sociological perspective, such motivators may also fall well within the 
human biological and genetic predisposition of reciprocal altruism where one is willing to 
place oneself at risk in the form of a gift of donation with the comfort of believing that benefit 
will be reciprocated in another form at a later time (Stephens, 1996).  
 Based upon the discussions of the living kidney donor participants, their reasons for 
donating were tangled, complex and at times difficult to pin down.  However, it is possible to 
suggest that certain aspects of their choices were self-serving.  The desire for an easier 
lifestyle, the hope for grandchildren, the freedom from the responsibilities of driving their 
loved one to and from dialysis many times a week or act as an ongoing carer, appeared to 
justify placing themselves at risk from surgery and perhaps they could be forgiven for what 
might appear as the slightest hint of expectation of reciprocity. 
5.5.3 The illusion of informed consent. 
Olbrisch, Benedict, Haller and Levenson (2001), note that most skilled clinicians will 
sometimes have difficulty determining motivations and intentions of donors.  This is not 
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surprising considering it is outside their clinical focus.  It is also a difficult proposition to 
critically analyse dialogues while in the midst of attempting to convey positive health 
messages.  A disconnect is created when unreconciled concepts, expectations and 
agendas converge in the form of a living kidney donor assessment consultation.  It stands 
to reason that some medical minds have had difficulty with the idea of informed consent.  
Veatch (1995) writes that due to the complexity of modern medicine, it is not possible for 
physicians to fully disclose enough relevant information to ensure the patient is informed, 
and Katz (1977) condemned the notion of achievable informed consent as “just bad 
medicine” (p. 426).   There is no absolute definition about what constitutes informed 
consent (Lemaire, 2006) and may be viewed as legally necessary as opposed to ensuring 
the patient autonomy as a priority (Kirsch, 2000).  When Felner and Marshal (1968) detail 
that the concept of informed consent is a just another myth, they were not addressing living 
kidney donation  per se, but many of the aspects pertaining to the acquisition of informed 
consent in healthcare environments, like information synthesis and message conveyance 
were also apparent throughout the Living Donor Study. Transplant experts, who are bound 
by their professional ethos to convey elements of risk in an attempt to acquire informed 
consent, are met with patient expectations based upon pre-existing concepts and frames 
that may preclude them from assimilating risk information in the manner in which the 
clinician may have meant for it to be conveyed.  
As was the case with previous research evaluating decision-making and living 
donation (Surman, Gukunishi, Allen & Hertl, 2005), all but one of the participants had 
formulated their decisions well before the assessment clinic and before any objective 
inquiry with the team.  Once that decision was made, living kidney donors may have 
attempted to strategise by creating messages and then volunteering or omitting information 
in an attempt to convince the team that their decision was well considered.  Olbrisch, 
Benedict, Haller & Levenson (2001) and Hildebrand, Melchert & Anderson (2014) call this 
“impression management” and have demonstrated this patient phenomenon in their 
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research.  In the case of some living kidney donors “impression management” may have led 
to disingenuous statements or omissions. 
 
 
 
Speaker 
 
PA 101 Researcher Interview 
 
Researcher 
   
During your discussion with the Nephrologist, 
she asked you about your admission a 
couple of weeks ago for your heart. Did you 
forget to mention it earlier? 
 
PA 101 
    
If she hadn’t mentioned it, I wouldn’t have 
said anything.  I realise it’s out there now. 
 
Attempts to illustrate that genuine and altruistic behaviours are central to their everyday life 
were also found within the transcripts. 
 
Speaker 
 
PA 107 Transplant Team Consultations 
 
PA 107 
 
I do evangelisations and am very prolife in 
my community. 
 
Nephrologist 
 
No second thoughts? 
 
PA 107 
 
No not at all. I am very involved in the 
community.  I am always positive 
 
PA 107 to Surgeon 
 
I am a military wife, so there’s no pulling 
out…and, you know, I am very involved in 
the community and very prolife.  We preserve 
life. 
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PA 107 to Social Worker I am not concerned with being sick.  I am 
very positive. This is me.  I am very prolife 
and my outlook on life, if you can do 
something to help others, why don’t you do 
it?  This is me. 
 
5.6 Conclusion 
It is possible that based upon the living kidney donor frames of risk, prior knowledge, 
gift-giving, altruism and choice, exhibited through their interactions with the transplant team, 
the strength and conviction of these decisions manifested by the participants are stronger 
than other patient cohorts. As has been demonstrated in this chapter, healthy patients, with 
their own expectations well established, communicate with their team in a manner that is 
unique to most doctor-patient interactions.  Their positioning within the doctor-patient 
interaction is quite different to that of an unwell patient hoping to have a problem “fixed”.  
Possibly, reasons for donating as mentioned earlier may have prevented the participants 
from considering alternatives other than their own donation and in keeping with findings by 
Janis and Mann (1977), they have filtered out negative interferences and doubts while 
listening to messages that reaffirmed their choices.  It supports an approach by Schelling 
(1984) who postulates that all risks and benefits return to the decision-maker and though 
the transplant expert is vested in ensuring that as many elements of the living kidney 
donation process are well defined and thoroughly explained, it falls outside the expectations 
of the living kidney donor who has already made a choice and simply awaits a date to 
proceed. 
 Such strong motivations like those displayed by “Anne”, who in retrospect was 
placed in a position to reflect upon the way she approached her donation with her daughter, 
or PA 102 whose unshaken determination to donate to her husband created conflict for him 
as the recipient, demonstrate that regardless of motivation of a living kidney donor to 
donate, such strong views are not easily swayed by messages conveyed by their transplant 
team, their family or peers.  In some cases, they have succinctly expressed their willingness 
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to accept donation and the potential physical risks at any cost to themselves, even it meant 
their death and perhaps without being able to see the emotional consequences of their 
decision until further into the future.   
 Living kidney donors reflect their autonomy by exercising their option to donate, and 
many do so with pragmatic eloquence.  It fits nicely into definitions clinicians might apply to 
a healthy informed consent process.  However, it is a decision made with a narrow field of 
options and may not be easily reconciled if the donor’s ultimate decision not to donate 
places them in a position of health while their loved one is relegated to long term illness and 
potentially death.  Instead, they are exercising their ability to manage the physical, social 
and psychological risks that whether clearly evident to the donor or not, lay before them.  By 
so doing, they assume a position of control over their environment within the assessment 
clinic as they proactively advocate for themselves and for the benefits of donation.  It is a 
benefit that they articulate is not only for the recipients, but for themselves as well.  One 
could ask, what type of choice is that? 
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CHAPTER 6 
 
GOOD DECISIONS AND HAPPY CHOICES 
 
To give something is to give a part of yourself 
Marcell Mauss 
 
6.1 100% Committed: No Second Thoughts 
The ability to make ‘good’ choices as argued by transplant experts, i.e., one that is 
educated and well informed and also fulfils the criteria of autonomy was discussed earlier in 
Chapter Four.  But as Greenberg (2007) explains, the relationship between context and 
choice is complicated in that how a choice is made is dependent upon reciprocal influences 
that exist between us and others.  Living kidney donor patient choices may be viewed in 
terms of relevance and rightness, but may also stem from the personal and professional 
frames that are presented to them during their decision-making process.   In this chapter, I 
will outline how living kidney donors frame their choices and how those choices may be 
interpreted from the viewpoint of other family members or their clinician.  I will provide 
examples from within the living kidney donor transcripts of the donor’s own pathways to 
decision-making and suggest how those perspectives are then related to their living kidney 
donation as well as how they implement their decision as action in the transplant clinic.  
Moreover, I will illustrate how the frames of living kidney donors and their transplant team 
are, at times, in profound opposition to one another.   
Decision-making and living kidney donation participant arguments relating to choice 
range from philosophical preconditions to more economic viewpoints, though admittedly, 
any extended consideration goes beyond the scope of this thesis.   It is of benefit, 
nonetheless, to identify how such different approaches to choice manifest themselves within 
the confines of the transplant assessment clinic and how living kidney donors choose to 
interact with their transplant team in order to achieve the goals they have set out for 
themselves.   
For those who may hold a more determinist point of view, it could be argued that 
choices, by their very nature, are less relevant because free will is actually impossible due 
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to various psychological, biological, theological or causal perils that negate our ability to 
ever truly exercise free will.  As a patient explained during her social worker consultation, 
some potential living kidney donors expressed the idea of choice as being beyond their 
control. 
 
 
 
Others, however, those with an ‘incompatibilist’ mindset, or one that embraces the 
matter of free will and choice as being within their conscious control, acknowledge that free 
will and the moral responsibility associated with such freedom may be exercised, but there 
are multiple definitions and dimensions in making those choices (Nahmias, et al., 2006).   In 
more practical terms, living kidney donors may achieve free will, but within the context of 
the individual circumstances that require the choice to be made in the first instance.  
Exercising free will may be as simple of making a choice that fulfils one’s own desires or at 
other times may be based upon our own capacity for self-conception.  PA 107 voiced this 
when she stated, “I am not really concerned with being sick…cause I look at things very 
positively.  But, of course, things can happen…”.  To that end, a rational person may make 
a deliberative choice that they believe is a ‘good’ decision and one that they have deemed 
appropriate and worth pursuing, even if in making that choice, it results in risk or harm to 
themselves.   
As Duus-Otterstrom (2008) writes, the more social science is able to explain human 
action causally, the less probable and believable it seems that we would have free will at all 
(p. 573).  This begs the question whether free choices are driven by one’s intellect and will 
or are orchestrated by an unlimited set of abstract circumstances that fall outside of our 
control.   
It is not likely the living kidney donor participants reflected upon their choices to 
donate in this manner or made the distinction between self-initiated human action and 
 
What choice do I have, he’s my brother. PA 115 
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automatic processing as has been outlined by Hitlin and Elder (2007), but it is possible to 
consider how biological links to family may have impacted upon their desire to donate.  
Such factors may indeed play a larger role in decision-making than a basic common sense 
belief that choices are made based upon an evaluation of available alternatives (Unger, 
2002). It is also reasonable to assert that the reasons that underpin choices that people 
make regarding most aspects of their lives are reinforced by expected norms within their 
own sphere of day-to-day life and their own set of beliefs, even if their beliefs are seen as 
false by others (Yaffe, 2003).  A potential donor may believe that their reasons for donating 
are justified; they wish to help another and they will articulate this opinion to their doctor.  
They may hope to improve the recipient’s health and perhaps relieve pressure within their 
own lives in terms of the responsibilities they shoulder in caring for their loved one.  This 
rationale appears sound, logical and valid.  However, to other family members who see the 
prospect of risk or harm befalling a potential living kidney donor because of their choice, 
such beliefs are not as always easily justified. Such was the case in the early stages of this 
project when both a recipient and her donor sat beside one another during the surgical 
consultation.  As the recipient continued to press the importance of her donation, the 
recipient began to demonstrate notable signs of discomfort. The social worker later 
explained that her concern stemmed from the risk her donor was so willing to take even 
though she had a young family to consider.  This donor later became a panel member and 
is highlighted further in this chapter. 
It is worth observing that in the case of living kidney donation, choices to donate may 
well be a combination of many factors ranging from simple desire, to rational viewpoints, to 
subtle coercive forces.  Influences like these may surface when applied by either third 
parties in the form of family members or peers, media education and messages, or even by 
the living kidney donors themselves.  Not surprisingly, just as elements of free will and 
autonomy appear as the cornerstone for much of the previously conducted research that 
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explores retrospective living donor choices, their ability to make autonomous choices 
continues to feature prominently in the living donor transcripts. 
There is little consensus regarding definitions of choice and the free will debate 
continues amongst social scientists and philosophers.  It is only in slight contrast to theories 
in ethics that tend to relate more specifically to what makes a good life and what moral and 
intellectual probity lends it to creating such a life (Aristotle, 2000).  This more circumspect 
approach is also prevalent through the text and is seen by both PA 104 and PA 105 when 
they attempt to explain why they wish to donate. 
 
Speaker 
 
Living Donor Comments 
 
PA 104 
 
He needs the rest of his life… and a 
beautiful grandchild that needs his father.  I 
can give that to him. 
 
PA 115 
 
For me it’s the right thing to do. 
 
  It is our sense of reason that serves to refine our impulsive desires and therefore 
assists in informing us of what we need to do to perform an act of good.  Without the human 
capacity for reason, “ethical naturalism” would be the best we might hope to achieve 
(Flescher & Worthen, 2007).   
6.2 Discounting the Severity of Risk for Happiness 
 Regardless of the messages regarding risk and choice that are routinely provided by 
the transplant team to potential living kidney donors, the question remains whether the 
decisions to donate are made, in part, due to information provided by their team.  To that 
end, Goldin (2007) posits that risks considered by the individual are variable when those 
risks have been extended to more ideological or abstract considerations like life and death.  
Living kidney donor patients may look to the future benefits of their actions as opposed to 
the risks that may present themselves in the present.  The notion that one must consider 
how their life could be negatively impacted over 10 to 20 years may actually affect how they 
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frame the risks inherent in their decision and discount their perception of risk as they make 
their choice whether to donate in the present.   
…the main thing is trying to minimize that (the impact of dialysis) and we certainly 
realise that then we’ll have a normal life with no drugs and no more anything……the 
benefit to us is that he’s not having dialysis and if this (living kidney donation) is an 
option, why not try this way (PA 102). 
To discount the severity of one’s risk over a prospected time period as has been 
seen in previous studies done by Cropper, Aydede and Portney (1991; 1992) is called 
“hyperbolic discounting” (Kirby & Marakovic, 1995).  This may have implications on living 
kidney donor decisions when living kidney donors are considering the possibility of 
acquiring diabetes or kidney failure for themselves.  They may ponder the potential 
detrimental effects in the distant future in an abstract manner and it may be difficult to make 
a non-subjective evaluation of their choice when they are confronted with the severity of 
consequences they must consider for themselves and their loved one if they choose 
inaction in the present.   
This, of course, does not address the initial acceptance on the part of the living 
kidney donor that though unlikely, death may occur in the hours or days following the 
operation.  Rather, it highlights the uncertainty about the future that is experienced by the 
decision-makers and relatives.  Such issues tend to be measured more acutely in the 
present than looking to a future event that has not yet come to pass.  As such, patients may 
decrease the weight of risk they place on future events and subsequently, the impact on the 
current decision being made is altered (Goldin, 2007).  In doing so, they may be discounting 
many of the messages given to them by their transplant team.   
If one was to examine discounted-utility as part of a decision-making model 
(Samuelson, 1938) and then apply it to increased or better health over time, it would be 
possible to consider a living kidney donor’s desire to increase their recipient’s health and 
well-being in the immediate future as opposed to waiting for an alternative solution in the 
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distant future.  After all, why delay a choice with immediate benefit, if the alternative in the 
future is unclear or may mean additional discomfort or inconvenience, like the quality of life 
for the living kidney donor pair? This could be referred to as “increased utility” because the 
future benefits derived from pain or sacrifice in the present is outweighed by the benefit to 
be derived from their successful transplant experience.  Without applying complex 
algorithms as have been used by researchers like Abdellaoui, Attema and Bleichrodt 
(2009), one could still argue that they would be significantly increasing the immediate and 
long term future utility or benefit of their loved one’s quality of life, and by doing so, 
potentially their own as well.  Further reflection on theories encompassing sound decision-
making suggests that a person will identify and then choose what is best for them if they are 
well-informed about their particular situation.  This is a view that may be embraced within 
economic theory, in reality, it may have various applications and is not generally embraced 
by a wider public (Hsee & Hastie, 2006), including living kidney donors. 
6.3 Utility Frames: The Balance between Giving and Sacrifice 
 In deference to the convictions of economists and the methods they apply to decision 
making processes, others may tend to acknowledge that it is not possible to predict the 
experiential consequences of decisions even if one speculates upon past experiences or 
attempts to simulate future experiences and the anticipated emotional reactions to those 
events.   For those potential living kidney donors with past experience with kidney failure, 
their choices fit nicely into an economic landscape.  This was seen with one potential living 
kidney donor, in particular, when he reviewed his wife’s second attempt at transplantation. 
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Later… 
 
 
 
 
 
 
 
 
 
Utility frames as described by Tversky and Kahneman (1981) constitute the context 
of the experience and emphasise the idea that people are affected in their cognitive 
 
Speaker 
 
PA 109  Nephrologist Consultation 
 
Nephrologist 
 
…and you’ve got two little girls.  They’re 
going good? 
 
PA 109 
 
They are, like, fit as fiddles…and we’ve had 
both those tests (screening for inherited 
kidney disease from Mother).  I mean that 
was probably the biggest thing for me, to 
make sure.. because we didn’t want what 
happened to (recipient) to happen to the 
girls. 
 
Nephrologist 
 
Yes, that would put you in a difficult 
Position 
 
PA 109 
 
Most definitely…yeah. 
 
Speaker 
 
PA 109  Nephrologist Consultation 
 
Nephrologist 
 
…it would be a hard position to be placed 
in… 
 
PA 109 
 
Having to choose…yeah…don’t have to 
though, you know..right…they’re (the girls) 
are good. 
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performance by not just the problem they face but also the context in which the problem 
presents itself (Galotti, 2002).  This has distinct implications to living kidney donors as they 
evaluate their individual circumstances and then make decisions revolving around donation.  
PA 109 could only give one kidney.   He was placed in a position in which he had to decide 
who might potentially derive the most value and benefit from his donation.  He had to 
consider who needed his kidney most, his wife in the present or one of his children in the 
future.  The context in which living kidney donors measure the urgency of donation as well 
as the role that they believe they play in assisting another to receive a kidney transplant is 
as individual as the person donating and the relationships that impact upon their livelihood.  
The application of utility in organ donation is perhaps one area where living kidney 
donor frames and transplant clinician frames may not be necessarily in opposition or conflict 
to one another.  As seen on more than one occasion, the transplant community must 
struggle with how to accommodate the growing number of those awaiting transplants with 
the available organs that are donated.  Algorithms like Life Years for Transplant (LYFT) 
have been considered in the United States (Wolfe, et al., 2008) in an attempt to increase 
the utility of kidneys for transplantation by providing kidneys from younger donors to 
younger recipients and by closely monitoring the number of years a recipient is likely to 
survive with or without their transplant.  This is not entirely dissimilar to practices in the 
transplant assessment clinic where the team evaluates the number of years a recipient is 
likely to enjoy their transplant before requiring another or even the probability of them dying 
of other related causes while their newly transplanted kidney is still functioning.  
Whereas clinicians look to utility to address the best use of organs as a valuable 
resource, living kidney donors may look to the future and the quality of life to be gained by 
the recipient as well as the freedom of chronic illness that may be provided within their 
family units and that may further strengthen their choice of donation.  According to Dowling 
and Chin-Fang (2007), however, people are often overly optimistic about their futures and 
do not believe that terrible things will happen to them.  In doing this, they underestimate the 
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likelihood of unfavourable or even tragic events. Dowling and Chin-Fang also suggest that 
for some, not only do people often make choices that do not adhere to the presumption of 
decision theory or rather the more rigid algorithms that would assist in rational choices.  
There are living kidney donor patients who may not only avoid uncomfortable 
rationalisations or uncertainties to their choices, but they also support a self-precipitated 
illusion and an opinion of self-infallibility that results in only partially assessing the likelihood 
of occurrences in the future (Hsee, Zhang, Yu and Yiheng, 2003).  Hsee, et al. (2003), also 
contend that living kidney donors may draw upon element of intense rational behaviour in 
that they are so focused on their primary goal of donation that they overlook other 
significant facets of the overall experience, like physical, psychological or familial risks.  For 
one potential living kidney donor, she was so focussed on her desire to donate, that she 
disregarded the effect it was having on her family. 
 
Speaker 
 
PA 103 Social Worker Consultation 
 
Social Worker 
     
Are they (family) okay with you doing this? 
 
PA 103 
    
Well, Mum actually said, “you definitely  
have my support but I am not happy with  
 it”.  …My oldest sister was shocked.  She  
 goes, “What!” and I actually wasn’t there 
 when Mum told her. 
 
Social Worker 
    
 Yes…yes 
 
PA 103 
     
 I told my brother about it because he is  
 currently overseas and he thought it was 
 very selfish. 
 
Social Worker 
     
 Oh. 
 
PA 103 
     
 He said to me, “it’s the most selfish thing  
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 you could ever do,” and he said, “who is 
 going to look after you?  You Mum and the 
 rest of us are going to be left to look after  
 you when you’re sick.” 
 
The ability to overlook aspects of risk in order to achieve a more primary goal that 
they say makes them happy may have foundations in emotion.  Lowenstein (2004) asserts 
that emotions are natural instinctive drives that affect our choices, even when such 
decisions may be harmful to us in the future.  Deleterious choices may be attributed in part 
to over-optimism about the future (Dowling & Chin-Fang, 2007) and the influence those 
choices have on emotions.  The brain’s cognitive and emotional centres work in conjunction 
with one another (Hanoch, 2002; Damasio, 2003) and in turn, how people orient themselves 
to loss and gain is altered.  Moreover, such concepts may be deeply entrenched and affect 
their impressions of loss and gain over time. 
6.4 Impulsive and Reflexive Choices 
Living kidney donor choices are an amalgamation of experiential and emotional 
frames.  Their choices are shaped and influenced by their frames and impact not only upon 
how they communicate their desire to donate but also how they frame their persuasive 
argument to do so.   It’s possible to consider that those decisions may also be constructed 
based upon electrical, chemical and even genetic factors within the brain.   The end result 
may present itself in a statement from a living kidney donor that says, “If I wish to donate, I 
can and will do so.”  Pathways to decision that hold genetic predisposition in high regard 
may not be in keeping with free-will arguments that are based upon experiential frames and 
expectations.  Though chemical and electrical changes within the brain may be measured 
and characterised by factors like “motive”, “reason” and “purpose” they are inextricably 
linked to human action and may be much more difficult to capture (McGuire, et al., 1993).   
Decision-making is greatly influenced by specific processes that may not even reach 
our consciousness (Burns & Bechara, 2007), and instead may be manifested in the 
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moments before the conscious mind identifies it as a choice. Without stepping beyond the 
focus of this thesis, it could be the case that components of the decisions living kidney 
donors make related to donation may fall into the realm of reflexive and impulsive action.  
Noel, Van Der Linden and Bechara (2006), conclude that fundamentally, processes of 
evaluation like determining what is good or bad, what is rewarding or threatening and what 
is harmful versus helpful are controlled by complex interactions between the brain’s 
reflexive and impulsive processing.  Possibly, for those individuals who are intent upon 
living kidney donation, one process may hold sway over the other as an impulsive choice 
refers to decisions that may be made quickly and without significant consideration of 
consequence, whereas a reflexive choice indicates a more deliberate and contemplative 
decision-making process. 
In order to place this into appropriate context of organ donation, for many years, I 
was present when family members of deceased patients made decisions whether to donate 
their loved ones organs.  Some families had had discussions in the past to help guide them 
with their choices where as others made their decisions based upon what they believed was 
the best choice at the time.  In most circumstances, however, their decisions were 
immediate and often unwavering.  Due to the unpredictable nature of organ donation and 
the unexpected death of a person that precedes it, decision-makers do not have the luxury 
of time to frame their choices within the context of their own grief.  Regardless of the 
discussions that may have taken place in the past, their decisions appeared impulsive.  
Indeed, I was approached by a potential donor family some months after their loved one’s 
death and they admitted that their decision not to donate was made in haste and they 
wished they had the opportunity to change the outcome.  By contrast, living kidney donors 
are not faced with the sense of urgency as families of deceased donors.  And though they 
may experience grief related to their circumstance, they have had months and often years 
to contemplate their choice to donate.  Their choices are reflexive ones in that they reflect 
upon their choices and then alter their communication with their team and others 
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accordingly. They are carefully measured and considered and the outcome of those 
decisions is the scaffolding of their ‘happy choices’ frames. 
 
 
Speaker 
 
Living Donor Comments 
 
PA 107 
  
…when I think of something, you know, I 
don’t give up. I just continue to push through 
over time.  That’s me. 
 
PA 108 
  
Yeah…so cause I think we were told years 
ago… if it had been picked up earlier 
(recipient’s kidney disease)….(she) wouldn’t 
have these problems…..I’ve read a lot.  I’m 
close to (recipient’s) dad who gave her the 
first one (kidney). 
 
PA 110 
  
 I came to it (her choice)...  I wanted to do it  
for (recipient).  I love my (recipient)…Let’s 
see what we can do… and I just think…I 
don’t know.  Everybody that has a loved one 
want to do it??  I don’t know…I just wanted 
to. 
 
Damasio (1995) suggests that such strong decision-making is essentially just 
another name for “willpower” and for the idea of choosing according to long-term outcomes 
rather than short-term ones.  In the case of living kidney donors, based upon their own 
words within the transcripts, they reveal a clearly reflective nature.  This may be due in part 
to the period of time they have had to consider their choices as mentioned earlier, but they 
also display a methodical approach to their delivery of messages to their transplant team 
and though this reflective behaviour is no indication of their ability to listen to or block 
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messages from their team, their dedication to donation or their “willpower” appears 
unmatched by any other external influence.   
Neuroscientist Lawrence Tancredi  (2007) agrees that much more research is 
needed in this area.  What is notably missing, however, is that the various disciplines that 
explore decision-making and behavioural research don’t necessarily appreciate that 
emotions are feelings that act as motives for action like guilt and innocence, fear and 
revenge, sympathy, empathy and obligation (Burns & Bechara, 2007).  Also lacking is the 
means to create solutions to the problems born of those emotions.  While some like Dennett 
(2003) appear almost conflicted in their position on choice and would debate free will by 
advocating for pure Darwinism, he still claims that free will still exists in its most 
conventional sense.  In other words, he asserts that free will is born out of a deterministic 
world where we weigh consequences and courses of action that are available to us within a 
predetermined environment. 
Free will has long been considered as the hallmark for what makes us human, but 
according to Tancredi (2007), it is losing ground to claims of biological determinism.  
Though an argument may be predetermined prior to our conscious minds identifying the 
decision being made and acting upon it, some neuroscientists (Blakemore, 1988; Wright, 
1995) would have us believe that biological and genetic forces may be at work but in 
conjunction with emotional triggers from our memories and past experiences that must 
combine together to bring about intention.  Choice and free will become just that much more 
circuitous when combined with aspects of neuroscience, genetic predisposition and 
reciprocal altruism that may serve to preserve our kin or our expectations within a cultural 
context and perhaps aspects of personal responsibility.  The thoughts leading to choice and 
then to action may not reside in neural structures of the brain but instead in the rules of 
society.  Perhaps the mind is differentiated from what it is to be human by a social sense of 
morality and the possession of personal responsibility for choice laid out before them 
(Gazzaniga, 2002).  
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I was actually in the local supermarket I heard a lady to some other 
people… so I went after I got my groceries… went back and had a 
speak with her about her family and you know, her family have a 
large history (kidney disease) … there’s been I think… most of her 
brothers and sisters had organs donated from somewhere.  She 
was quite willing to talk.  Even while she was tending at the 
supermarket….. I know what I need to do….” (PA 111) 
 
Our ability to discuss the merits of organ donation has also evolved and support for 
those conversations are apparent in the changes witnessed within governmental messages 
regarding living organ donation (Australian Government, 2009, 2011a, 2011b).  Where the 
first kidney transplants came from living related donors (Murray, et al., 1955), the slow shift 
in organ donation moved toward obtaining kidneys from deceased patients.  But, for 
Australia, a country that by its own admission declares itself a culture with a low donor rate, 
the focus has been shifted more towards living kidney donation than every before. By 
throwing support behind living kidney donation in the form of recognition and even financial 
reimbursement for lost wages (Pliberseck, 2013; Maiden, 2013), those individuals who may 
have done little more than acknowledge living kidney donation as an option, are now giving 
it much more consideration.  Not only does their pre-existing sense of responsibility to their 
family member’s welfare play a part, but now a sense of social morality and personal gain is 
ignited and their happy choice frames and their belief in their right to make an autonomous 
decisions begins to take shape.  
6.5 Rationality and Good Decision-Making Frames:  The Doctor Weighs In 
Participant discussions regarding their choices to donate that are based on their own 
desires are not always in keeping with professional definitions of good decisions and this 
dichotomy has the ability to elicit measurable discord within the field.  The role of emotions 
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is often viewed as counter to logic and reason but possibly in moderation, emotions 
energise and provide a central aspect of motivation that can assist us to achieve objectives 
(Downling & Chin-Fang, 2007).  In the case of the living kidney donor participants, emotion 
and logic have been carefully woven together in the manner in which they describe their 
reason for donation. 
In these instances, how transplant experts frame good decision-making may often be 
directly related to the expectations within their discipline (Braddock, Edwards, Hasenberg, 
Laidley & Levenson, 1999).  If you ask a person, “what is a good decision?” you may well 
identify a mantra that reflects their professional training as opposed to their personal 
opinions.  As such, when the question “What defines a good decision?” was posed to a 
number of medical practitioners as part of a contribution to share effective clinical practices 
(American College of Physicians, 2008) overall, responses focused on the priorities of 
informed consent, autonomy on the part of the patient and compatible outcomes that were 
in keeping with the patient’s better health as well as remaining practicable and achievable.  
Transplant specialists participating in the Living Donor Study echoed similar messages 
during their discussion with living kidney donor patients. 
 
Speaker 
 
PA 103 Social Worker Consultation 
 
 Nephrologist PA 107 
  
…and I’m going to give you some  
information (about donation) and then you 
can ask me whatever questions you like. 
 
Nephrologist PA 109 
 
 
…the whole basis for having a live donor  
transplant is that the donor is not put at 
unacceptable risk…. 
 
 
Surgeon PA 110 
…So there’s a few variables out there still 
 which need to be sorted of… looked at…you 
need to know that at any point in this 
process, you call pull out… 
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While most respondents in the previous survey were in agreement that good 
decision-making on the part of a medical practitioner remains a vital component of quality 
medical practice and that the wisdom of a medical decision should not be judged by the 
result but rather the careful consideration that produced it (Fisher, Ury & Patton, 1991), a 
few concede that there is deception in the query’s apparent innocence because such a 
question with its alternatives and various outcomes, may often leave the decision-maker 
with doubts and uncertainties regarding the choice they have made. 
Such views emulate paternalistic qualities often seen with health care decision-
makers.  According to Johnson (2008), it is a reflection of professional biases that tend to 
dominate decision-making in health care environments and while physicians are trained to 
ensure that elements of the decision-making process are upheld and make certain that the 
patient’s best interests are represented, they are less willing to embrace other decision- 
making valuation methods that may be displayed by living kidney donor patients.  As 
Harsanyi (1955) points out, one of the fundamental building blocks for value judgments is 
that individuals are the best judges of their own welfare, on the proviso that the individual is 
not a child and or that judgment has not been in some way compromised.     
A dilemma is presented to clinicians that arises from patients, who in their view, are 
acting in a manner that is inconsistent with the views of a clinician or not in keeping with a 
family member’s idea of who the patient is or how they believe that person should behave in 
a specific set of circumstances (Brudney & Lantos, 2011).  
 
 
 
 
Speaker 
 
Comments 
 
Surgeon 
  
You can change your mind at any time…. 
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PA 114 
 I have thought about this, I want to do it… 
 
Surgeon 
 
…but you have a choice and you can change 
your mind right up until the end before you 
go to sleep… 
 
In these instances, clinical expertise may weigh even more heavily into the decision-
making processes for the doctor.  Haynes, Devereaux and Guyatt (2002), refer to an 
updated evidence-based model where “clinical expertise” remains a key element along with 
“patient preferences” and “research evidence”, but also includes what they refer to as 
“clinical state and circumstance”.  By folding this process in amongst the others, clinicians 
find themselves identifying a well-defined set of circumstances that might alter a more 
traditional clinical decision.  Though evidence based, this may appear as an attempt to 
include patient choices into the decision-making process, but I would argue it remains a 
more paternalistic action than and shared decision-making one as clinicians continue to 
frame decision-making as one made by them for the good of their patients.   
More recently, shared decision making models have taken a higher profile within the 
literature and to some extent, this is a method used within the transplant assessment clinic.  
With this in mind, however, there are numerous versions of shared decision-making 
(Sandman & Munthe, 2009; 2010) and one model, in particular, is often seen within the 
transcripts.  It is one that in accordance with the living kidney donor, their circumstances 
have been presented to the team.  The patient is allowed to express their preferences and 
the clinician will make the decision whether donation is to proceed.  Ethicists Sandman and 
Munthe call this version of shared decision-making “patient preference-satisfaction 
paternalism”.  It is possible however, that even this may be far too simplistic a term for what 
is occurring in the consultations between living kidney donors and their transplant team. 
Living kidney donors present their circumstance, personal information and desire to 
donate in a manner that is most likely to achieve the outcome they desire.  From there, the 
transplant team determines whether they may donate to their loved one.  Even if the 
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transplant team frames their role as clinical expert and decision-maker regarding the 
physical and psychological safety of their living kidney donors, discord arises because they 
are doing so in conjunction with, and sometimes in opposition to, already well-constructed 
living kidney donor frames and premeditated strategies that the living kidney donors will use 
to convey the details they believe will most likely achieve their goal. 
Further, within the multi-disciplinary team, living kidney donors must front 
psychiatrists, consultants, social workers and their own families to justify their choices to 
donate.  At the same time, the transplant team uses similar, if not identical resources and 
staff to frame arguments that may or may not allow the patient to continue to donation.  In a 
sense both clinician and living kidney donor are attempting to garner support from the 
remaining team using their own set of values and expectations to frame their arguments. 
For the living kidney donor, it is they who are best positioned to appraise what 
defines a happy choice for them and in these instances, it appears that how living kidney 
donors frame ‘happy choices’; one made in consideration with their own personal 
circumstance and how their donation decisions will affect their lives, is in conflict with how 
the transplant teams frames a ‘good decision’; one based upon more rigid definitions of 
acceptable risk and medical benefit.  The friction that is, at times, apparent between the two 
is not resolved, but may be overcome by the living kidney donor when they strategically 
provide information that ticks the boxes that define a good decision from the clinician’s 
perspective. Living kidney donors are attempting to conform to the interpretation of an 
autonomous and sentient patient, and their decisions regarding the choice to donate appear 
rational.   
6.6 A Choice Already Made:  The Assessment Interview 
Based upon the transcripts from the Living Donor Study, it is unlikely that the 
participants scrutinised their choice to donate in the manner that has just been illustrated.  
Living kidney donors described their decision to donate as “automatic” ( PA 101, 104, 107 & 
108) and one characterised it as a “visceral response” (Panel Member 4) to a medical 
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problem faced by their loved ones.  Though in most cases, participants within the study had 
known about their loved ones ailments for a number of years, many also acknowledged that 
their decision had been almost instantaneous from the time they learned of their recipient’s 
kidney failure and their resolve to donate only grew with time.    
In reviewing retrospective studies that ask living kidney donors about their donation 
journey and whether they were happy with their decision to donate (Lennerling, 2003; 2004; 
McGrath et al., 2012), it appears clearer why their responses appear to be so 
overwhelmingly positive.  Even though the donation itself, may have been fraught with 
emotion and physical discomfort, their decision ultimately resulted in the successful kidney 
transplant of their intended recipient and along with it came the positive effects that they 
had envisaged.  Additionally, living kidney donors who wish to donate and then succeed in 
doing so, are achieving their goal, regardless of the difficultly and potential risks associated 
with their action.  The fear they experience at the prospect of being declined as a suitable 
donor weighs heavy upon them and was clearly explained by Panel Member 4. 
 
 
You understand that they (doctors) have a duty of care but the hardest part for 
me in making a decision to donate is the fear that someone is going to stop 
you from doing that.  I mean you’re on this path, and you know what you want 
to do and you’ve got these roadblocks all along the way and someone’s going 
to say, ‘Oh no, you can’t do that.’ (Panel Member 4) 
 
 
Living kidney donors demonstrate through their choice of words, a direction and 
commitment to their choice, and as explained by Gollwitzer (1996) their wish to donate is 
transformed into a “binding goal” when they attend the transplant clinic.  They have 
implemented their goal and sealed their commitment and the words they used in the 
consultations support this. As stated by a number of participants and as seen by 
Kahnemann (2011), the emotional regret they would have experienced and the emotional 
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punishment they would have likely inflicted upon themselves for not attempting to donate 
were also factors in their decision making.   
 
Speaker 
 
Living Donor Comments 
 
PA 101 
  
I wouldn’t have forgiven myself if I didn’t 
try… 
 
Panel Member 5 
  
For me support came from friends more than 
family.  Whilst the family were all grateful and 
supportive in that sense, I don’t think they 
had an understanding of what it meant for 
me personally. 
   
As such, the role that the participants played within the transplant clinic is in itself, an active 
choice, and part of their commitment to donate (McPherson, 1994).   Peterson, Heesacker 
and deWitt (2001) recognise four categories of decision-making amongst their patients 
during the course of a doctor-patient conversation, however, most of the Living Donor Study 
participants failed to fall into these categories precisely because their decision was already 
made.  This aspect of the doctor-patient interview clearly sets the living kidney donor cohort 
apart from a number of other patient groups.  Though some patients seek information 
regarding living donation, Peterson, Heesacker and deWitt’s first category, they do so for 
additional detail about process, not for information that will lend itself to a better or more 
informed choice. Others may initially appear to be in the second category in that they refrain 
from asking questions, but politely accept the information provided by the transplant team, 
but again this does not alter the choice that was made previously.  The third category was 
not well represented in the Living Donor Study as it represented patients who followed the 
advice of their transplant team and spent little time thinking about the information that had 
been given them.  As these patients had stated that they had already considered most of 
their options, it was unlikely that there was any need for noncompliance in their actions 
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based upon the information and advice given to them by their clinician, therefore, their 
experiences were not likely to be altered to a large extent.  The final category was not 
present in the Living Donor Study.  This was the “ruminating” patient who is unable to make 
a decision. Though, conceivably, potential living kidney donor patients could present to 
clinic intent on gathering information only and not prepared to make a decision about living 
donation for themselves, this was not represented in this group. 
The determination of when the choice to become a donor is realised cannot be 
determined solely from the transcripts, however, a hypothesis would be that these choices 
are made well before the living kidney donor patient presents to the assessment clinic.  
Though the initial decision to donate may appear a quick and instinctual, many living kidney 
donors have spent years considering their choice to donate and many living kidney donor 
participants had been aware of their recipient’s chronic disease for a significant period of 
time.  For some who actually stated that they knew they would donate many years before, 
their choice to accept donation as an option for themselves has had years to take root and 
grow into decisions and opinions that they have chosen to share in the assessment clinic.  It 
begs the question whether any amount of information regarding risk or benefit would likely 
have impacted upon such heavily engrained ideas.  When combined with the expectations 
of the clinicians to impart messages related to risk and informed consent, a battle is waged, 
not of words but of agendas and expectations.  Living kidney donor patients use the choices 
and decisions they make in the time preceding their assessment clinic visit to formulate and 
then action their wishes as part of an agenda within the transplant clinic consultation that 
will see them succeed as a donor.  
6.6.1 Competing frames. 
Similar to more conventional doctor-patient discourse, the transplant interview 
unfolds in a traditional fashion where the consultation is broken up into four distinct parts 
that include the introduction, history, physical exam and patient education and counselling 
(Roter & Hall, 2006). These segments are in line with a rough organisational plan for 
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keeping interviews orderly and succinct in their progression (Cohen-Cole, 1991; Lazare, 
Putnam & Lipkin,1995).  This type of organisation also serves another function in how 
doctors frame their preset agendas.  Authors Baker, O’Connell and Platt (2005) anticipate 
that such a framework helps the clinician in clarifying five questions that will assist them 
identifying the underlying reason for a patient’s visit.  Those questions ask what concerns 
the patient may have as well as what concerns the doctor may have and to determine if 
there are any patient requests.  More importantly, however, they seek to define which of 
those questions need to be addressed as priority and whether there is disagreement as to 
what those priorities are and how they should be negotiated. In most instances, the early 
establishment of the agenda by the doctor is necessary and limits the digression of topics 
that can lead to unnecessarily lengthy consultations.  With living kidney donor assessments, 
however, such a conservative template and rigid framing on the part of the doctor may 
actually detract from their ability to identify the powerful expectations of their patients.  
Consultations designed to elicit answers to the five questions mentioned previously 
that may have initially been organised by the clinician become instead strategic interactions 
where each ‘side’ attempts to push and prioritise their own frames and agendas.  By doing 
so, there is an extreme polarisation of assumptions, concepts and themes.  The clinician 
strives for informed consent based upon the expectations of medical practice.  The 
transplant expert message details risk and provides information and education whereas the 
patient’s continuing expectation is that they will proceed with donation.  Both agendas 
remain strong and while both may be based upon complex reasoning, the living kidney 
donor experience is often born of family dynamics, personal freedoms and sometimes guilt 
and may cloud each participant’s ability to fully convey or hear important messages 
(Hildebrand, et al., 2014). 
The resulting consultation is one where many words are spoken but very little may 
be heard.  Important details such as risk or what to expect after the donation that may have 
managed to break through the patient’s own expectations may only be disregarded if the 
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messages being received are not in keeping with the preset agendas of the listener.  Living 
kidney donor decisions that may have been made well in advance of their assessment and 
possibly in preparation for their visit have the ability to colour their participation in the 
interviewing process and that ultimately impacts upon the doctor-patient relationship.  The 
manner in which both patients and clinicians volunteer their expectations of the donation 
process finally may lead to lost messages and information between the transplant specialist 
and the patient.  
6.7 Conclusion 
 
The choices made by living kidney donors are highly structured.  They are priority 
driven by a number of factors that include not only the desire to help another but also the 
hope of self-improvement, easier lifestyle and deeper sense of responsibility.  The choices 
that lead them toward donation were focused and determined.   Whether born of 
psychological drivers or other underlying influences, living kidney donor agendas and 
motivators were undeniably strong.  That served to create frames that reflected their 
commitment from start to finish and impacted on the manner in which they spoke about 
their expectations to their team as they prepared for donation.  It was at times, a reflection 
of personal morality and in some cases a sense of community that sociologist Amitai Etzioni 
(1997) defines as,  
… a web of affect-laden relationships among a group of individuals, relationships that 
often crisscross and reinforce one another and… a measure of commitment to a set 
of shared values, norms and meanings (p.127). 
Etzioni (1988) also imparts that the morality behind a decision is not based only upon what 
inspires the act or its consequences, but instead the duty it discharges or disregards.  This 
was seen on numerous occasions as parents hoped to donate to their adult children, 
husbands and wives donating to each other and even brother to brother and sister to sister.  
Though each clearly stated their choice to donate was voluntary, each was also pulled by a 
sense of duty within their family relationship and their compulsion to “do the right thing” by 
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their family member.  Their sense of duty to their family appeared to fall short of coercion 
and manipulation but also appeared to affect their sense of volunteerism to a certain extent.  
For one participant in particular, it was her position, whether volunteered or drafted, within 
the family unit to be the giver and the helper.  It was a role she embraced and at no time did 
it ever fall to one of her other seven siblings to offer donation. 
 
Speaker 
 
PA 107 Comments 
 
Researcher 
 
How long have you been thinking of being a 
donor? 
 
PA 107 
 
Uh, 2009 
 
Researcher  
 
How did that come up? 
 
PA 107 
 
I just thought of it 
 
 
Researcher 
 
 
So, did you offer that to your sister? 
 
PA 107 
 
I did. 
 
 
Researcher 
 
 
…or did she ask you? 
 
PA 107 
 
I offered. 
  
Unlike other participants who offered donation, one in particular approached his 
impending donation from the viewpoint of utility and with an acceptance that appeared to 
normalise the process as an act that anyone would perform for their family or friend.  When 
queried about how he decided to donate, it became clear that the trait he exhibited was 
present in his brother as well. 
 167
 
My brother was driving me to the airport and told me that he had the 
same disease as Mum.  He told me to go and get checked out cause if 
I was okay, he needed one of my kidneys. (PA 114) 
 
  
Both brothers had seen their mother suffer from the same hereditary disease.  She had 
received a transplant a number of years before and PA 114 explained that though sad for 
his sibling, the request his brother had made of him was not surprising.  PA 114 had been 
screened for the same disease that affected his family members and also ensured that his 
children were not likely to succumb to a similar hereditary ailment before he presented at 
the transplant clinic.  By the time PA 114 presented to clinic, he had addressed those 
concerns that were of value to him and his interactions with his team were pragmatic and 
relaxed. 
 
Speaker 
 
PA 114 Comments 
 
Nephrologist 
 
Do you drink alcohol? 
 
PA 114 
 
Yup 
 
Nephrologist  
 
How much do you drink a week? 
 
PA 114 
 
Sometimes none, but when there’s a game or I’m 
out with the boys…bit more…or my kids are 
driving me crazy…I like a beer. 
 
Nephrologist 
 
Do you exercise? 
 
PA 107 
 
Bit of footy…run around with the kids…. 
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Whether direct and seemingly factual, hesitant or even at times, recalcitrant, each 
living kidney donor participant attempted to provide reasonable justifications for their 
choices to donate and by doing so, ticked the necessary boxes to instil within their 
transplant team a confidence that they were informed and making a good decision.  Upon 
review with the living kidney donor panel transcripts, panellists looked retrospectively at 
their experiences and discussed the choices that they made.  Most explained that they 
refrained from fully articulating their commitment to their transplant team and many admitted 
keeping aspects of their desire to donate safely to themselves until after the donation was 
complete.  Such insight is helpful as it appears that for the participants of the Living Donor 
Study, the decision they made to donate served to fulfil a personal duty to their families and 
themselves.  By succeeding in their intent to donate they had secured for themselves a 
positive outcome based upon their own personal definitions of happy choices. 
Speaker Living Donor Comments 
 
PA 109 
 
It’s been in the wind for a long time.  I have 
always known she would need a kidney and that I 
would give her one. 
 
PA 104 
 
It’s all just a formality.  As far as I’m concerned, 
I’m doing it. 
 
It is acknowledged that in securing the happy outcome from a patient point of view, 
there may be controversy that arises from the knowledge that though the dissemination of 
information related to risk and post-operative and emotional expectations remain a priority 
to the transplant team as well as a responsibility for them to convey such information there 
is also recognition that patients will listen to certain messages and disregard others.  The 
frames that served as guides for both doctor and patient participants may also impact upon 
whether the patient is truly informed by the clinician and whether the clinician truly 
acknowledges the frames of the living kidney donor.  The disconnect between the two may 
lead the living kidney donor to remain uninformed b
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limited their ability to hear clinically relevant information.  It is also possible that the living 
kidney donor was already informed prior to their visit on account of their acceptance of risk 
and due to an effort to self-educate themselves from multiple sources prior to their visit. 
This third possibility would seem less likely as based upon the panel discussion involving 
post -transplant patients it is clear that there were elements involving their recoveries and 
post-operative pain where they were counselled by their clinicians but patients failed to 
remember being informed about such details when queried about their experiences after 
the fact. 
 
It would have been nice to know a bit more…you know…I mean it really hurt.  
I wish I would have known that, so I could be more prepared…you know…but 
I’m really glad I did it. (Panel Member 3) 
 
 
The comment above is a prime example of how pre-set expectations and agenda-
setting may impact the informed consent process.  Such strong expectations are not limited 
to living kidney donors, but by simply acknowledging that strong living kidney donor frames 
regarding choice, risk and autonomy are a component of the discussion, and therefore, 
impact upon patient information synthesis, clinicians may in effect begin to change the 
manner in which they phrase and express pertinent information to the living kidney donor.   
A “happy choice” may not be reflective of a patient’s desire to learn all of the aspects 
of their donation as illustrated by PA 102’s comment about the surgical aspects of her 
donation,  “The less information the better when it comes to the surgery part of it.  I just 
don’t want to know….” but instead enables them to follow through with a decision that they 
hold in the highest possible regard.  Conversely, a good decision by the transplant team 
may be the one in which they fulfil their professional and ethical imperative to express risks 
and statistics to patients that is relevant to the donation.  Amongst the incongruous frames 
of both, should come an acceptance on the part of the transplant team that even if the 
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conveyance of that message may be for their own legal and ethical benefit, it appears to be 
of less consequence for the living kidney donor patient.  
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CHAPTER 7 
CONCLUSION AND FUTURE WORK 
The greatest work that kindness does to others is that it 
makes them kind themselves 
Amelia Earhart 
 
7.1 Chapter Review 
This thesis has provided insight into the expectations of living kidney donors as they 
prepare themselves to gift a kidney to someone that they know.  It has illustrated that living 
kidney donor patient frames and experiences take place before the visit and those 
experiences shape how patients respond to their transplant.  Additionally, the frames that 
patients form based upon those experiences are resilient and are not likely to be changed 
by further interactions with clinicians.    Living donor frames also greatly impact on their 
ability to hear messages given to them by their transplant team, but moreover, also 
influence their ability to relate to the transplant clinicians in the manner that may have been 
expected by the team.  Their frames incorporate a living kidney donor’s acceptance of both 
their situation and of that of their recipient as well as their acquiescence to potential risk or 
harm to themselves.  Though strong patient frames and their desire to communicate their 
commitment to process is not limited to the transplant assessment clinic, per se, living 
kidney donors lack a requisite key element within the doctor-patient interaction in that they 
are not sick, infirm or unwell.  That sets them apart from other patient cohorts.  They will not 
be healed by their actions or that of their transplant team.  Instead it is someone they love 
who may be made temporarily fitter and more able to enjoy the freedoms of good health 
that eludes them. 
 This thesis began with a review of the literature. It examined how some clinicians 
within donation and transplantation view their moral imperative to do no harm and the 
conflict that arises for them as they assess, counsel and treat potential living kidney donors. 
Further scrutiny was paid to how clinicians frame their messages to patients in terms of gain 
and loss, risk and benefit.    The literature demonstrated how those frames are engrained 
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and provide the compass by which transplant doctors are guided, not just by how they 
educate their patients about donation, but also how the doctors themselves perceive many 
aspects of  living kidney donation. 
It became clear that the idea of altruism is the cornerstone by which Australia 
premises organ donation, however, there is lack of consensus amongst transplant experts 
in various countries as to whether reciprocity may also serve a purpose in the form of 
payment or reimbursement to living kidney donors for time from work or physical hardship. 
The idea of gift exchange and the consequences surrounding living kidney donation were 
addressed from a number of viewpoints that included ethical and non-anthropological 
perspectives and within each, a number of benefits from living kidney donation were 
identified.  Many also pointed out that there were also opportunities for less beneficent 
action and potential coercion of the living kidney donor that originate from a number of 
sources including the other family members. 
With initiatives to increase donation and transplantation has come a shift in 
behavioural and ethical expectations and this has been evidenced by the implementation of 
the Australian Paired Kidney Exchange (AKX) program.  Such a program has led the 
community to re-evaluate definitions of transaction and exchange, and by doing so re-adjust 
how the community frames living kidney donation. 
Chapter Three outlines the methodology of the Living Donor Study.  As much of the 
previous work to determine living kidney donor experiences has been through the use of 
retrospective surveys and interviewing techniques, one of the aims of the Living Donor 
Study was to identify patient frames in a more prospective manner as opposed to asking 
them to recall their donation experience months and years after the event.   Data from the 
retrospective panel was used to provide additional perspective to living donor experiences.  
Questions were posed that asked how living kidney donors feel about their donation 
experience and how it this communicated?  What do living kidney donors convey about 
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what they know and how does that impact upon their experience?  Finally, how do living 
kidney donors convey their expectations to the transplant team? 
Ten living kidney donors and their recipients were invited to participate in the Living 
Donor Study.  Their conversations during the assessment clinic consultations were 
recorded, transcribed and analysed to identify significant concepts and frames from within 
the dialogue.  Comparative analysis in conjunction with the use of a text-mining software 
program called Leximancer, assisted in not only identifying frames but also illustrated how 
those frames fit contextually into the larger conversation.  Finally, three case studies served 
as examples to highlight the most significant living kidney donor frames from throughout the 
participant cohort. 
  A methodological quandary was created.  The goal was to capture how patients 
frame their choices to donate in a prospective manner, it became clear that many of the 
frames that living kidney donors bring to the assessment clinic have had years to form and 
are well entrenched by time they communicated their desire to donate to the team.  
Therefore, though it would prove difficult to identify frames as they were formed, there was 
clear evidence from the transcripts that the important frames that assist patients in making 
their living kidney donation decisions are formed much earlier than had first been 
considered.  Identifying the resilience of these frames that were formed and strengthened 
over time by the participants in the Living Donor Study permitted a unique window into their 
decision making process and ultimately provided evidence to support the polarisation of 
viewpoints between living kidney donors and their transplant team. 
Chapter Four focused on three separate case studies.  Each demonstrated a number 
of key patient frames that were evident throughout the Living Donor Study, but each living 
kidney donor was informed by a unique set of circumstances that served to educate them 
about their loved one’s disease.  These key frames include how living kidney donor patients 
perceive their own risk, and how they view family obligation as well as potential benefits for 
themselves, not just their recipient.   Moreover, the case studies provided examples of how 
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living kidney donors spoke about their desire to donate and the lengths they were willing to 
travel to ensure their agendas were realised. 
Based upon the case studies, as well as transcripts from the other participants, it 
appeared that discussions from the transplant team that related to long-term complications 
or surgical risk were of lesser importance than considerations surrounding logistical and 
financial concerns.  The convenience of donation and transplant played a large part in 
doctor-patient discussions as did the requirement on the part of the living kidney donor to 
solidify their donation decision by receiving a date for surgery. 
Living kidney donor patient frames and how those frames were impacted by the 
messages presented by the team were illustrated using Leximancer.  This proved to be a 
useful tool in elucidating and visualizing both doctor and patient frames during the course of 
their consultation. 
 In Chapter Five, the element of risk to the living kidney donor was addressed.  This 
was a particularly strong frame that permeated each transcript.   Roeser (2010) has said 
that emotional and intuitive responses regarding risk should be seen as critical and valuable 
insight when judging one’s moral acceptability of a risk as opposed to a heuristic exercise 
that is prone to bias.  And yet, the very idea that a person should choose to place 
themselves at risk without any outright evidence of gain is often met with moral 
adjudication.  For living kidney donors, they are facing a dilemma of attempting to improve 
the health of one person by introducing risk to themselves.  I am in agreement with Roeser 
(2010), who stated that people are a mixture of self-interest and altruism and I would submit 
that even though a living kidney donor’s intuition may differ to that of their transplant team, it 
does not suggest that in most cases there is anything awry or suspect about those intuitions 
or frames.   
The manner in which the living kidney donor patients engage with the transplant 
team would indicate that the relationship of risk from their point of view might be entirely 
different from the transplant team perspective.  As they have often had many years to 
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contemplate their decision to donate, the messages conveyed by their team regarding risk 
appear to fall on deaf ears.  Either because their expectations and frames are largely set 
well before the introduction of such “risk” messages or because they have already 
considered them over many years and have accepted them as a part of the kidney donation 
process.  A number of strategies were introduced by living kidney donors when they were 
questioned about areas of their health or medical histories that could potentially hinder their 
ability to donate.  The most notable were “redirection”, “omission” and “marginalization”.   
Examples of redirection were evident in Case Study One.  The transplant team 
would highlight elements of risk or considerations to the health of PA 101, but in response 
she would focus those risks and their affects to others.  Often this redirection created a new 
pathway of conversation and the risk to the patient appeared to be deflected and would not 
necessarily be reintroduced into the conversation. 
 
Speaker 
 
Comments 
 
Surgeon 
 
There is a risk of high blood pressure after you 
donate a kidney. 
 
PA 101 
 
What is the risk to (daughter)? 
 
Omission occurred more often when doctor-patient conversations turned to 
discussions surrounding lifestyle choices like alcohol intake and cigarette smoking, but 
there were instances when patient omissions were significantly more serious.  In one 
instance, a living kidney donor patient chose to omit her admission to hospital for chest 
pains in the two weeks prior to her clinic visit.  When it was clear that the details of her 
treatment were already recorded in her medical record, she responded in a manner that 
conveyed a message that it was not only avoidable but that she was at fault as the incident 
was entirely within her control to change. 
It was my fault…I wasn’t going to mention it.  Um…it was a minor 
thing…a couple of times I had pain in my chest. (PA 101) 
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 Further examples of omission were evident in comments made by another patient 
when speaking with her nephrologist. 
 
…didn’t seem important, so I didn’t say anything. (PA 102) 
  
The third more common communication strategy used by living kidney donors was their 
attempt to marginalize events that they either that they wished to convey as unimportant 
and in doing so may have attempted to impart a similar view to their transplant team. 
 
Speaker 
 
Comments 
 
Nephrologist 
 
So, I’ve got down here (in the medical 
chart)…epilepsy…. 
 
PA 102 
 
Yeah, I picked it up as a teenager…didn’t actually 
have seizures… it was just this haze… 
 
Nephrologist 
 
So medically, we still call that a seizure… yeah. 
  
To have elements of concern or risk reintroduced during the transplant clinic may 
have fulfilled the doctor’s ethical and professional requirement to convey such things to the 
patient, but it did little more for living kidney donor patients than take up time as their 
decisions were already in place.  Further, after review of the transcripts, there appeared to 
be more engagement between the social worker and the living kidney donor patients and 
these discursive interactions often addressed the financial and logistical considerations of 
living donation.  Their choice to donate was already confirmed and living kidney donors 
began to take the necessary logistical steps to cover any contingency ranging from grocery 
shopping while recovering to the possibility of their unexpected death due to complications 
of the donation. 
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In reviewing how living kidney donor participants describe how they arrived at their 
decision to donate, it is clear that though they may indicate that their choice to donate was 
“instantaneous” and with little regard except to wish to help their family member, most had 
been aware of their loved one’s kidney disease for a number of years.  With a great deal of 
time to deliberate their option to donate and weigh their choice against the impact of chronic 
disease upon not only their potential recipient’s life but their own as well, they have used 
much of that time to frame their views.  By doing so, they begin to implement their actions 
long before the transplant team attempts to explain process to them in a clinic situation. 
Chapter Six discussed the importance differences between how transplant experts 
frame “good decision-making” and how living kidney donors frame their “happy choices” 
surrounding their kidney donation.  Both were based upon their own personal expectations 
however, clinician frames were heavily influenced by their discipline and tended to focus on 
informed consent and autonomy.  Not surprisingly, those frames did not adhere well to the 
concept of instantaneous decision-making.   
Transplant experts measure risks of living kidney donors against benefits to kidney 
recipients and there are not only ethical implications to ensuring a well-informed consent 
process but legal ones as well.  In the case of the transplant clinic, more information is often 
better.  This is, at times, in conflict with how living kidney donor patients frame “happy 
choices” that are made in consideration of their own set of circumstances and how donating 
a kidney will affect their lives and those around them.  For living kidney donors, the 
definitions of risk and benefit are not measured in the same fashion as those of the 
transplant team.  Given that living kidney donor decisions seem so indelible prior to their 
participation in the transplant clinic creates an unusual element of asymmetry between the 
transplant team and their potential living donors.   
“Happy choices” on the part of living kidney donors appear to be born of multiple 
personal choices and considerations that may include their role within their family unit, their 
perceptions of personal freedoms and expectations and even guilt.  The factors influencing 
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the decisions regarding their own health and their donation expectations may weigh so 
heavily upon them that it is virtually impossible for them to view their choices in a manner 
that is in keeping with transplant team expectations.  Due to the chasm that is created by 
such different expectations within the transplant consultations, it was not unusual to see the 
conversational dynamic within the clinic dialogues shift back and forth numerous times as 
each attempts to push their opinion and perspective upon the other. 
In consideration of such determination on the part of living kidney donors, it is not 
surprising that for some a fear may develop that they may not be allowed to donate.  As 
voiced by a panel member who looked retrospectively at her donation, she understood that 
her transplant team had a duty of care towards her, but as her decision had already been 
made, her greatest fear was that she would not be allowed to proceed. 
 
You understand that they (doctors) have a duty of care, but the hardest part for me in 
making a decision to donate is the fear that someone is going to stop you from doing 
that (Panel Member 4). 
  
For others, their well-intentioned focus on completing their kidney donation creates 
obstacles that keep them from hearing or remembering many of the important messages 
that they are given in preparation for their donation. 
 
It would have been nice to know a bit more… you know… I mean it really hurt.  I wish 
I would have known that, so I could be more prepared… you know…but I’m really 
glad I did it. (Panel Member 3)  
 
This admission is striking for me as a researcher, for it was this very living kidney 
donor, panel member 3, that drew me to this research project when I sat in on the 
consultation between this patient and her surgeon as they discussed with each other the 
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living kidney donor procedure and what she could expect during the recovery from her 
operation.  In this instance, not once but many times the surgeon specifically explained the 
discomfort and pain she could expect that would be associated with the operation.  At that 
time, panel member 3 appeared excitable and chatty and each time she stated it would “be 
fine”.  Her manner created enough concern for the surgeon that at one stage during the 
consultation, he stopped her mid-sentence to ask her if she understood that if it all went 
badly, she could die.  For panel member 3 not to remember the surgeon’s words of warning 
as she looked back upon her donation experience is a poignant example of living kidney 
donor agenda setting and how their predetermined expectations of their experience impact 
upon their ability to fully synthesise messages from their transplant team. 
7.2 Asymmetry and Frames:  A Different Perspective 
As living kidney donor participants ventured into the transplant clinic and their 
interaction with their team commenced, it became increasingly clear that within their 
conversations, asymmetrical linkages were apparent.  Though more traditional examples of 
asymmetry were noticeable in the manner in which the transplant team used complicated 
jargon, and that may have initially placed the living kidney donors at a disadvantage in 
terms of their ability to effectively communicate and relate to the transplant team member, 
they “up-skilled”.   Not only did living kidney donors quickly learn the necessary terminology 
to understand the messages being given to them by their team, but they also integrate 
those terms and meanings into their own discourse.  
Throughout the transcripts I identified frames that illustrated interesting examples of 
doctor- patient asymmetry that warrant additional discussion. For example, living kidney 
donor patients present to the transplant assessment clinic as fit and healthy in most 
instances and they have no desire to be healed by their doctor as is most often the case 
when patients consult with a health care professional.  Their frames reflect the unique 
position they hold within the doctor-patient consultation.  They have acknowledged their 
own risk.  They have made a decision and their “happy choices” frames are based upon 
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their own set of circumstances.  Their decisions have already been made.  Living kidney 
donors are more often aware that they have within them the ability to potentially save the 
life of another through kidney donation.  Though not commodification in its more traditional 
definition, the kidney they are offering places the living kidney donor in a position of power 
that is not seen in other doctor-patient environments.  Living kidney donors have something 
of importance to offer and the doctor is placed in a position of both soliciting for something 
of value that is held by their patient while also conveying both the surgical and long-term 
risks associated with a healthy person donating a kidney.   
When living kidney donor frames are presented with such intensity in the transplant 
assessment clinic and are met by equally strong professional frames from their transplant 
team, a communication disconnect is inevitable.  Interestingly, there is additional conflict in 
the messages given to the living kidney donor patients as the doctor may spend a great 
deal of time highlighting as many of the negative elements and risks associated with 
donation to their patient in order to ensure that their duty to provide enough relevant facts to 
secure an informed consent process only to state that they “are a great donor” and that it is 
a “terrific option” for the recipient.  It is these final statements that are in agreement with 
living kidney donor frames and it is those statements that stay with them as they press 
forward towards donation. 
7.3 Limitations of the Project 
It is possible that though often the choices of the living kidney donor participants may 
have seemed quick when initially discussed with the team, as discussed earlier, the option 
to donate has likely been playing in their mind for a very long time.  This begs the question 
whether a study such as this is truly prospective.  While it is true that by recording 
conversations between living kidney donors and their transplant team, much of the 
subjectivity living kidney donors may introduce when they recall their donation experiences 
months and years after the event has been eliminated, but in examining living kidney donor 
patient frames, I have determined that not only do they originate long before they visit the 
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transplant clinic, but those frames are also so resilient that it is unlikely that clinicians will be 
successful in altering them.  Given this, the transplant team may be better suited to working 
with already existing living kidney donor frames as opposed to trying to create new ones 
that are more representative of how transplant professionals choose to frame living kidney 
donation. 
As the single coder for this project, I felt it necessary to corroborate my findings using 
text-mining software, Leximancer which was useful throughout the analysis phase of the 
Living Donor Study.  Nonetheless, it was necessary to review, re-evaluate and re-analyse 
the data repetitively.  This exercise is in keeping with grounded theory methods and generic 
inductive qualitative models but also helped to ensure the reproducibility of the findings.  In 
addition, the amount of data generated from the interview transcripts was much greater 
than expected.  This allowed for a comprehensive and multi-faceted examination of the 
existing transcripts but also required that I remain selective about what could be included in 
this project.  In addition to very distinct living kidney donor frames like risk and choice, 
distinct frames like autonomy, a sense of kinship and happiness were clearly identified.  
Living kidney donor patients may not hear all of the messages that the transplant team 
present to them, instead they choose to hear the ones that support their already existing 
frames. 
7.4 Future Projects 
The findings within the Living Donor Study create interesting avenues for further 
research and certainly open the door for additional exploration into transplant team 
expectations and frames. It is not likely that donation experts would be successful in 
changing the mindset of living kidney donors who present themselves with such 
determination, nor am I suggesting that it would be appropriate to try, but it is worth 
considering how those strong frames may be integrated into the consultation discussions in 
order to acknowledge and normalise patient agendas.  One of my advisors during this 
project and a transplant surgeon himself called this failure to bridge the gap of ensuring 
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informed consent and that the patient hears pertinent messages the ‘big elephant in the 
room’ (J. Fawcett, personal communication, August, 2011).   There is acknowledgement on 
the part of some in the transplant community that though as professionals they are bound 
legally and ethically to the messages of risk and informed consent that they convey, they 
are aware that patients do not always listen to them.  Perhaps in order for patients to hear 
such messages of risk, there must be acknowledgement on the part of the transplant team, 
that patient considerations of physical or psychological risk took place well before their 
initial meeting and have been weighed up and accepted.   
With the knowledge gleaned from the Living Donor Study, it is possible that 
alternative communication techniques may be applied within the transplant clinic setting that 
may be useful in bridging the gap between the transplant team and living kidney donor 
expectations and messages.  Barring this, I would hope that this may prove as a starting 
point for an understanding of differences in the concepts and frames of both doctors who 
must explain a multitude of details regarding living donation and patients who though 
perhaps not educated about the surgical subtleties of their operation or the logistics of their 
donation, have certainly deliberated the personal consequences of their choice. 
It would be interesting to follow the participants of the Living Donor Study and 
consider their participation on a panel similar to the ones that served to inform this project.  
In doing so, it would be possible to determine what messages they remembered and how 
their experience in retrospect compared to their prospective donation journey as was the 
case with panel member 3.  I would suggest that similar areas of importance to the 
transplant team during the time of assessment would likely have been either forgotten or 
ignored by the living kidney donor patients.  This type of follow-up would create the 
necessary elements for a more longitudinal look at the Queensland cohort and could be 
beneficial over time to how the transplant team chooses to engage with prospective living 
kidney donors. 
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The findings of the Living Donor Study would indicate that not only are living kidney 
donor expectations particularly rigid and well-defined, as patients themselves, they create 
an unusual dynamic within the transplant assessment clinic environment that manifests 
itself as asymmetry between the transplant team and the patient.  The asymmetry identified 
however, is less a symptom of experts conveying complex messages to the lay individual, 
but more the profound differences of agendas between a healthy patient as opposed to an 
unwell one and the possible differences in how both doctor and living donor patient define 
the purpose of the clinic and the risks involved with living donation.     
7.5 Grant Me This Kindness – Concluding the Living Donor Study 
It is now clearer what frames are and how heavily they impact upon the experiences 
of the living kidney donor and there has been discussion regarding the aspects of choice 
from the various perspectives of professional disciplines.  Still, in researching this chapter, I 
found myself asking friends and acquaintances the same question.  “What makes a good 
decision?”  After initial responses that tended to reflect the answers that they later explained 
they thought I wanted to hear, many returned to a single and resounding response.  “A 
good decision is one that makes you happy and gives you peace.”  This may be integrated 
into beliefs dating back to Bentham (1789) and much more recently Kahneman (2000, 
2011) that the best and happiest decisions are many times not only based upon momentary 
experience but also that those experiences have the ability to have far reaching 
implications.   
From this, there are a few matters arising from the Living Donor Study that I believe 
must be addressed in order to bring this project to its rich conclusion.  The first of these is 
the idea of living kidney donation being premised upon altruism.  Ethicists Flescher and 
Worthen (2007) contend that humans are an altruistic species and have the ability to 
behave in a manner that cultivates benevolence.  In consideration of this, one then could 
ask what constitutes an altruistic act?  Though the very discussion of altruism may raise the 
interest of philosophers and anthropologists, it is also the cornerstone on which organ 
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donation is based.  It is the mantra repeated by clinicians, politicians and health educators 
and a primary motivator for organ donation.  If it is at all obligatory from a societal 
perspective to donate when possible, then that obligation is heavily draped in the altruistic 
act.  This is certainly reasonable when examining the consent processes of family members 
whose loved ones die and then become organ donors.  There is little to be gained on the 
part of the family to agree to donation and certainly nothing for the deceased other than a 
benevolent legacy that they leave as a memory to those who survive them.  As there is no 
exchange other than gratitude on the part of the recipient of deceased organs, the donation 
act remains an altruistic one. 
Not surprisingly, however, there are limits to what some clinicians are willing to 
accept as healthy altruistic behaviour from a living kidney donor.  Such limitations are not 
based solely upon the more obvious concerns of physical risk but also on what motivators 
drive one person to wish to give to another anonymously.  Altruistic non-directed donation is 
not generally practiced in Queensland and though it represents a very small portion of living 
donors in Australia overall, it is much more commonly practiced overseas.  More often the 
concern of transplant experts gravitates toward the motivators that would drive a person to 
risk themselves for someone with whom they have no emotional investment or common 
empathic linkage.  Do such motivations and frames contradict the more traditional 
definitions of altruism?  Flescher argues that a “broad sense of self-flourishing in an 
altruistic act does not in the least impugn the quality of that act” (personal communication, 
September 2012).  If this is the case, one could argue that perhaps to scrutinise the 
altruistic behaviour as one with less merit simply because the donor has not named a 
recipient is ill considered.  After all, to run in front of a car to save the life of another is 
instinctual and it may be argued that such a spontaneous act lacks rational thought, but the 
actor will be seen a hero for their willingness to sacrifice their life to save another.  The 
decision on the part of a deceased donor family member is also a notoriously quick one as 
the circumstances surrounding this type of donation occur suddenly and without warning.  
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Again, the act is easily viewed as selfless and kind.  This is in contrast to the decision made 
by living kidney donors who often have months and sometimes years to consider whether 
they wish to donate their own kidney to a stranger.  Even when the act is autonomous, 
rational and informed, a choice to donate to another in hopes of saving or improving the life 
of another that may in turn cost them their life or livelihood is viewed with judgment and 
scrutiny.  Some transplant experts find themselves dismissing the possibility of the purest of 
altruistic acts as an aberration due to a belief that the many givers have underlying 
psychological motivators that they deem unhealthy (Timmerman, et.al., 2013). 
Further, what of the non-altruist, should they be disallowed from donation because 
they have something to gain?  The transcripts from the Living Donor Study would suggest 
that the majority of living kidney donors had underlying frames regarding their donation that 
would preclude their intentions from being considered altruistic in the purest definition and 
yet a directed living kidney donation to an identified recipient is a common occurrence.  I 
would suggest that concepts of altruism in living kidney donors are not the frames that 
transplant experts should be focusing as it is unlikely that living kidney donors will exhibit 
such frames outright and further, when they do, they will be viewed as suspect. 
It is, perhaps, the “big elephant in the room” that should draw more attention.  The 
Living Donor Study has used patient frames to illustrate what some transplant clinicians 
have guessed for some time.  Living donors do not always hear the messages of their team 
and conversely, frames held by the transplant team make them impervious to variations of 
choice and acceptance of risk of living kidney donors that fall outside clinical definitions.  It 
is here where acknowledgement, if not compromise, are needed if there is to be any 
understanding on the part of the clinician about what living kidney donors expect and hope 
to experience during their donation assessment.  Further, one essential element that has 
been made clear in the Living Donor Study, is that transplant experts, in an attempt to 
ensure the opportunity for “good decisions” to be made by the living kidney donor, 
underestimate the impact of how “happy choice” frames affect the lives of their living kidney 
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donor patients.  Those frames move well beyond the conventional definitions of “informed 
choices” and “clinical reason”.  There is work to be done if an attempt to bridge such 
fundamental differences in expectations are to be made.  It does not begin with gestures 
and dialogue to sway the already existing frames of the living kidney donor during the first 
interaction in the assessment clinic.   The strong and resilient frames identified in this 
research are not likely to be influenced in this manner.  Instead, what may be necessary is 
a shift in reasoning on the part of the transplant team, where they ask themselves how their 
definitions of “informed consent” and “acceptable risk” fit into the already existing frames of 
their patients and whether the traditional methods of doctor-patient discourse and counsel 
apply in these unusual circumstances. 
It brings forth an analogy used by Mark Kuczewski (2002) when he addressed the 
increasing number of those waiting for transplantation and the expectation that living donors 
should be the provider of organs in light of the deceased organ shortage.  To the relatives 
and friends of loved ones who need kidneys, the idea of saving the one metaphorical 
starfish that has washed upon the beach is not only acceptable, but may be perceived as a 
kind and empathetic gesture to save the one.  But if you cast your eyes over the length of 
the beach, you may see hundreds or thousands of starfish who are also in need of saving.  
Is it then expected that there would be one kind person for each of them?   Transplantation 
is not always lifesaving.  Once a person receives their transplant for end stage renal 
disease, they may improve, they may not.  Certainly they will forever be relegated to 
immunosuppressive drugs that act to deceive the body into acceptance of someone else’s 
tissues as their own.   Further, Kuczewski makes another interesting observation. In many 
cases, patients suffering from end stage illnesses like cancer are counselled about their 
options for treatment.  Those alternatives may include varying levels of aggressive therapy 
or sometimes palliation.  Unlike these forms of irreversible disease, when a person needs a 
kidney transplant, a living donor kidney is available as one treatment option of a few.  There 
are striking similarities in these patient groups.  Kidney recipients will not be cured by their 
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transplant.  There are varying levels of treatment for kidney failure and sometimes with or 
without treatment, death will occur.  The line of counsel from the clinician is profoundly 
different when discussing options regarding kidney failure and unlike other chronic or 
incurable illnesses, with the option of transplantation, it is healthy individuals who are 
placed or place themselves at physical or emotional risk to offer treatment options for what 
could easily be considered a terminal disease. 
Perhaps it is now up to those experts in the field of organ donation and 
transplantation to review their practices in order to better acknowledge that elements 
surrounding living kidney donor consent may be of greater legal and ethical value to them 
as clinicians than it is to their living donor patients.  They may find themselves asking 
whether choice and decision-making is able to fit as nicely into the stark definitions within 
the medical world that is often attributed to altruistic behaviour and informed consent.   The 
landscape is changing.  It is not a matter of altering the values of clinicians to meet the 
expectations of patients, but perhaps it may be necessary to acknowledge and attempt to 
understand how patient expectations and frames have evolved over time.   While the 
pathway to right, ethical and just living kidney donation may differ from doctor to patient, the 
final destination of donation for the purposes of transplantation is the same.  A living kidney 
donor gives their kidney and benefits in their own way based upon their preset frames that 
inform their agenda and the recipient benefits by receiving a kidney transplant.  Both living 
kidney donor and transplant expert have succeeded in achieving their desired outcome.  In 
consideration of this, we see that while living kidney donor messages and expectations may 
differ from that of the transplant team in terms of what information must be conveyed to 
achieve a particular aim, they are not in complete conflict.  Each player, whether it is the 
living donor patient or the one of the transplant team, presents a frame, expectation and 
experience that is born of entirely different sets of perspectives, hopes and desires.  Based 
upon those frames, it is in one’s own nature to attempt to achieve a specific agenda, which 
in this instance, is donation. 
 188
8. REFERENCES 
Abdellaoui, M., Attema, A., & Bleichrodt, H. (2009).  Intertemporal tradeoffs 
for gains and losses: An experimental measurement of discounted utility.  The 
Economic Journal, 120, 845-866. 
Adams, R. K. (1987). Live organ donors and informed consent: A difficult 
 minuet. Journal of Legal Medicine, 8(4), 555-586. 
Aeder, M. (2008). Clinical ethicists as living donor advocates:  
Identification of donor auto-coercion. Transplantation and Hepatobilliary Surgery 
Abstracts. Case Surgery, 8, 130.  
Ahn, B. K. (2012). The role of the altruistic unbalanced chain in  
exchange living donor renal transplantation: A single – center experience. 
Transplantation Proceedings, 44, 17-21. 
Aristotle (2000). Nicomachean ethics. In R. Crisp (Ed. & Trans.).  
  Cambridge: Cambridge University Press. 
Akerkar, S., & Bichile, L. (2004). Health information on the internet: Patient 
  empowerment or patient deceit?  Indian Journal of Medical Sciences,  
 58(8). 
American College of Surgeons (2008).  Statement on Principles. Retrieved from 
  https://www.facs.org/about-acs/statements/stonprin 
Ashby, E. (1981). Risk assessed and risk perceived. Nature, 289, 827. 
Atkinson, J. M., & Heritage, J. (1984). Structures of social action: Studies in  
conversation analysis. Cambridge: Cambridge University Press. 
Aulisio, M. P. (2008). Ethical challenges in living organ donation. Critical  
 Care Medicine, 36(1), 371-372. 
Australian Government. (2011a).  A world’s best practice approach to organ 
 189
and tissue donation for Australia: Overview. Retrieved from 
http://www.health.gov.au/internet/main/publishing.nsf/content/FC2D545FF29C6E7A
CA25768C0077D876/$File/ORGAN%20FACT%20SHEET.pdf 
Australian Government. (2011b). Australian paired kidney exchange (AKX) 
brochure. Donate Life Organ and Tissue Authority: Author. 
Australian Government.  (2009). Project Update. Organ and Tissue 
Authority: Author. 
Australia New Zealand Transplant Registry - ANZDATA (2011). Annual Report. 
 Retrieved from 
http://www.anzdata.org.au/anzdata/AnzdataReport/34thReport/2011c00_Front%20P
ages_v1.6.pdf 
Australia New Zealand Transplant Registry - ANZDATA(2014). Transplant Outcomes. 
 Retrieved from 
http://www.anzdata.org.au/anzdata/AnzdataReport/34thReport/2011c08_ 
transplantation_v1.7.pdf 
Authors for the Live Organ Donor Consensus Group. (2000). Consensus  
statement on the live organ donor. JAMA, 284, 2919-26. 
Baker, L. H., O’Connell, D., & Platt, F. W. (2005).  Setting the agenda for the  
clinical interview. Medical Writings. Annals of Internal Medicine,  143(10), 767-770. 
Barnett, J. (2006). The function of norms in doctor-patient communication.  
PhD thesis. Philadelphia. Pennsylvania State University.  
Bateson, G., & Ruesch, J. (1987). The social matrix of psychiatry. New York: 
Norton. 
Benn, S. I. (1967). Freedom and persuasion. Australas Journal of Philosophy, 
45, 259-275. 
Beauchamp, T. L., & Childress, J. F. (2001). Respect for autonomy. Principles  
of biomedical ethics (pp. 57-112).  New York: Oxford University Press.  
 190
Benner, P. (2002). Living donors: Respecting the risks involved with the gift 
  of life.   American Journal of Critical Care,  11(3).  
Bentham, J. (1789). An Introduction to the Principles of  
Morals and Legislations. Adelaide: eBooks@Adelaide. Retrieved from 
ebooks.adelaide.edu.au/b/bentham/jeremy/morals 
Binet, I., Bock, A. H., Vogelback, P., Gasser, T., Kiss, F., Brunner, F., &  
 Thiel, G. (1997). Outcome of emotionally related kidney donor  
transplantation.  Nephrology Dialysis Transplantation, 12, 1240-48.  
Blakemore, C. (1988). The mind machine. University of Michigan: BBC 
  Books. 
Blumberg, J. M. (2011).  Living donor kidney transplant chains have 
significant potential for cost saving: Analysis of a multi-institutional chain. American 
Journal of Transplantation, 11(2), 313. 
Boles, L. & Bombard, T. (1998). Conversational discourse analysis: 
Appropriate and useful sample sizes. Aphasiology, 12 (7-8), 547-560. 
Borge, D. (2001). The book of risk. New York: John Wiley & Sons. 
Bowman, J. (2010). Perioperative mortality and long-term survival in live  
kidney donors. JAMA, 303(22), 2248-2250. 
Braddock, C.H., Edwards, K.A., Hasenberg, N.M., Laidley, T.L., & Levinson, W. (1999). 
Informed decision making in outpatient practice: time to get back to basics. JAMA, 
282(24), 2313-2320.  
Browne, C., & Desmond, D. (2007). Intention to consent to living organ 
donation: An exploratory study. Psychology, Health and Medicine, 13(5), 605-609.  
Brudney, D., & Lantos, J. (2011).  Agency and authenticity: Which value grounds 
  patient choice? Theory Medicine and Bioethics, 32, 217-227. 
Burns, K., & Bechara, A. (2007).  Decision making and free will:  A 
neuroscience perspective. Behavioral Sciences & the Law, 25, 263-280. 
 191
Bryant, A., & Charmaz, K. Eds. (2007). The Sage Handbook of Grounded Theory.Paper- 
 back Edition. London: Sage Publications.  
Callender, C. (2008). Cultural differences in living organ donation: A 
global perspective.  In R. W. Gruessner & E. Benedetti (Eds.), Living donor organ 
transplantation (pp. 6-15).  New York: McGraw-Hill Companies.   
Campbell, M. L., & Gregor, F. (2004).  Mapping social relations:  A primer in  
doing institutional ethnography.  Toronto: AltaMira Press. 
Carey, M. (1995). Comment concerns in the analysis of focus group data.  
Qualitative Health Research, 5 (4), 487-495. 
Cheal, D. J. (1986). The social dimensions of gift behaviour. Journal of Social 
and Personal Relationships, 3, 423-439.  
Childress, J. (1982). Who should decide? Paternalism in healthcare.  
New York: Oxford University Press. 
Cohen-Cole, S. (1991). The medical interview: The three function approach.  
 St. Louis: Mosby. 
Conrad, S., & Wilson, B. (2009). AOPO called alleged NJ organ trafficking  scheme 
reprehensible. Transplant News. Retrieved from http://www.allbusiness.com/crime-
law-enforcement-corrections/criminal-offenses-misc/12733490-1.html 
Cordella, M. (2004). The dynamic consultation: A discourse analytical study 
of doctor-patient communication. Amsterdam: Pragmatics and Beyond Series. 
Council of Europe. (2002). Additional Protocol to the convention on human 
rights and biomedicine concerning transplantation of organs and tissues of human 
origin. European treaty series. Journal of the Institute of Medical Ethics and 
Bioethics, 10(1), 10.  
Couthard, M., & Ashby, M. (1975). Talking with the doctor. Journal of Communication, 25,  
 140-147.  
Creswell, J. (1998). Qualitative inquiry and research design; Choosing among five  
 
 192
 traditions.  Thousand Oaks, CA: Sage. 
 
Cretchley, J., Rooney, D., & Gallois, C. (2010). Mapping a 40-year history with 
Leximancer: themes and concepts in the journal of Cross-Cultural Psychology.  
Journal of Cross-Cultural Psychology, 41(3), 318-328. 
Crofts, K. & Bisman, J. (2010). Interrogating accountability: an illustration of the use 
of Leximancer software for qualitative data analysis.  Qualitative Research in 
Accounting & Management, 7(2), 180-207. 
Cropper, M., Aydede, S., & Portney, P. (1991). Discounting human lives. 
   American Journal of Agricultural Economics, 73, 1410-1415. 
Cropper, M., Aydede, S., & Portney, P. (1992). Rates of time preference for 
saving lives.  The American Economic Review, 82, 469-472. 
Crouch, R. A., & Elliott, C. (1999). Moral agency and the family:  The case of  
living related organ transplantation.  Cambridge Quarterly Healthcare Ethics, 8, 275  
Crowley-Matoka, M. (2005). Desperately seeking "normal": the promise and perils of living 
with kidney transplantation. Social Science and Medicine, 61(4), 821-831. 
Cunningham, A. (2008a). Queensland transplant services scoping study. Princess 
Alexandra Hospital, Australia.  Queensland Government.  
Cunningham, A (2008b). The  wish behind the gift of organ donation. (Unpublished master's 
thesis). University of Queensland, Brisbane. 
Cutcliffe, J., & McKenna, H. (2002). When do we know what we know?  
Considering the truth of research findings and the craft of qualitative research.  
International Journal of Nursing Studies, 39(6), 611-618. 
D'Angelo, P., & Kuypers, J. (Eds.). (2010). Doing news framing analysis.  
Empirical and theoretical perspectives. New York: Routledge. 
Damasio, A. (1995). Toward a neurobiology of emotion and feeling:  
 Operational concepts and hypotheses.  The Neuroscientist, 1, 19-25. 
Damasio, A. (2003). Looking for spinoza: Joy, sorrow and the feeling brain.  
 193
Orlando: Harcourt. 
Davis, J. (1992). Exchange. Minneapolis: University of Minnesota Press. 
Davis, J. (1972). Gifts and the UK economy. Man, 7, 408-429. 
Davis, M. S. (1975). Review of frame analysis: An essay on organization of  
experience by Erving Goffman. Contemporary Sociology, 4(6), 509-603.  
Decker, O., Winter, M., Brahler, E., & Beutel, M. (2008). Between  
commodification and altruism: Gender imbalance and attitudes towards organ 
donation. A representative survey of the German community. Journal of Gender 
Studies, 17(3), 251-255. 
Delmonico, F. L. (2008). The Amsterdam and Vancouver conferences on 
living organ donation.  In R. W. Gruessner & E. Benedetti (Eds.), Living donor organ 
transplantation (pp. xxix-xxx).   New York: McGraw-Hill Companies. 
Dennett, D. (2003).  Freedom evolves. New York: Penguin Books. 
Denvir, P. (2009). Physician-patient communication about patients' sexual 
activities and substance use: Information exchange on potentially delicate matters.  
PhD Thesis. Albany. State University of New York. 
Denvir, P., & Pomerantz, A. (2009). A qualitative analysis of a significant barrier to organ 
and tissue donation: Receiving less-than-optimal medical care. Health 
Communication, 24, 597-607.   
Dew, M. A., Switzer, G. E., DiMartini, A. F., Myaskovsky, L., & Crowley- 
 Matoka, M.  (2005).  Executive Summary. Psychosocial Aspects of Living 
  Organ Donation.  Prepared for the Canadian Council for Donation and 
  Transplantation. Canadian Government. 
DiMatteo, M. R. (1998). The role of the physician in emerging health care. 
Western Journal of Medicine, 168(5),328.  
Dobson, R. (2002). More women than men become living organ donors.  
British Medical Journal, 325(7369), 851.  
 194
Dowling, J. M., & Chin-Fang, Y. (2007). Bounded rationality and decision 
making choices. Modern Developments in Behavioral Economics (pp. 35-106). NJ 
London Singapore: World Scientific Printers.  
Druckman, J., & McDermott, R. (2008). Emotion and the framing of risky 
 choice. Political Behaviour, 30, 297-321.  
Duus-Otterstrom, G. (2008). Almost pregnant: On probablism and its  
moral uses in the social sciences. Philosophy of the Social Sciences, 39(4), 572-594. 
Dworkin, G. (2003). Autonomy and trust in bioethics. Hastings Centre 
 Report,  33(2), 42-44. 
Edelman, M. (1993). Contestable categories and public opinion.  Political  
Communication, 10(3), 231-242. 
Elliott, C. (1995).  Doing harm.  Living organ donors, clinical research and  
 the tenth man. Journal of Medical Ethics, 21, 90-96.  
Elliott, R. (1996). Discourse analysis: Exploring action, function and conflict  
 in social texts.  Marketing Intelligence and Planning, 14(6), 65-69. 
Embi, P. J., Yackel, T. R., Logan, J. R., Bowen, J. L., Cooney, T. G., & Gorman, P.  
 
 N. (2004). Impacts of computerized physician documentation in a teaching  
 
 hospital; perceptions of faculty and resident physicians. BMJ, 11: 300-309. 
 
Entman, R. (1993). Framing: Toward clarification of a fractured paradigm. 
Journal of Communication, 43(4), 51-58. 
Essock-Vitale, S., & McGuire, M. (1985). Women's lives viewed from an evolutionary 
perspective.  Patterns of helping II. Ethology and Sociobiology, 6, 155-173.  
Etzioni, A. (1988). The moral dimension: Toward a new economics.  New  
York: The Free Press. 
European Communities. (2007). Communication from the commission to the European 
Parliament and the council organ donation and transplantation: Policy actions at EU 
level. Organs and Tissues and Cells, 3, 153-158.  
 195
European Human Tissue Authority. (2005). Retrieved from 
http://www.legislation.gov.uk/ukpga/2004/30/contents 
Excell, L. (2010). Australia and New Zealand Dialysis and Transplant Registry (ANZDATA). 
  Retrieved from http://www.anzdata.org.au/v1/index.html 
Ezzy, D. (2002). Qualitative analysis. Practice and innovation. Crows Nest,  
NSW:  Allen and Unwin. 
Faden, R., & Beauchamp, T. (1986). The history and theory of informed 
 consent. New York: Oxford University Press. 
Fairclough, N. (2003). Analysing discourse: Textual analysis for social  
 change. Chicago: Polity Press. 
Feeley, T., Tamburlin, J., & Vincent, D. E. (2008). An educational  
intervention on organ and tissue donation for first-year medical students. Progress in 
Transplantation, 18(2),103-108. 
Fehrman-Ekholm, I., Elindir, C. G., Stenbeck, M., Tyden, G., & Groth, C.  
 (1997). Kidney donors live longer.  Transplantation, 64(7),976-978. 
Fellner, C., & Marshall, J. (1970). Kidney donors: The myth of informed  
consent. American Journal of Psychiatry, 126, 1245-1251.   
Ferlie, E., Wood, M., & Fitzgerald, L. (1999). Some limits to evidence-based 
medicine: A case study from elective orthopaedics. Quality in Healthcare, 8(2), 99-
107. 
Fisher, S. (1984). Doctor-patient communication: A social and micro- 
 political performance. Sociology of Health and Illness, 6, 1.  
Fisher, R., Ury, W., & Patton, B. (1991). Get to Yes. (2nd Ed.).  New York: Penguin  
Books. 
Fleck, F. (2012). New era for organ donation and transplant in China. Bulletin of the 
 World Health Organisation, 90, 802-803. 
Flescher, A., & Worthen, D. (2007). The altruistic species. Scientific, 
 196
philosophical and religious perspectives of human benevolence. Philadelphia and 
London: Templeton Foundation Press. 
Foucault, M. (1973). The birth of the clinic: An archaeology of medical perception. New 
York: Vintage.   
Frankel, R. M. (1983a). The laying on of hands: Aspects of the organization of  
gaze, touch, and talk in a medical encounter. In S. Fisher & A. Todd (Eds.), The 
social organization of doctor-patient communication (pp. 19-53). Washington, DC: 
Center for Applied Linguistics. 
Frankel, R. (1983b). Talking in interviews: A dispreference for patient- 
initiated questions in physician-patient encounters.  In G. Psathas (Ed.), Interaction 
competence (pp. 231-262). New York: Irvington Publications. 
Franklin, P. (2008). Psychological aspects of kidney transplantation and  
organ donation. In P. Morris & S. Knechtle (Eds.), Kidney transplantation (pp. 676-
693). Philadelphia: Saunders Elsevier. 
Freeman, W. L. (2011). The gift: Hy’shqe Siam. A piece of my mind. JAMA, 
  305(2), 130-131. 
Galotti, K. M. (2002). Making decisions that matter. How people face  
important choices.  London:  Lawrence Erlbaum Associates. 
Gamson, W. A. (1975). Goffman's framing analysis. Contemporary 
 Sociology, 4(3), 603-607.  
Gazzaniga, M. (2002). Cognitive neuroscience: The biology of the mind (2nd  
 Ed.). USA: MIT Press. 
Gert, B. (1972). Coercion and freedom. In J. R. Pennock & J. W. Chapman 
(Eds.), Coercion (pp. 30-48).  Hillsdale, NJ:  Lawrence Erlbaum Associates.  
Gibney, E. M., King A. L., & Maluf, D. G. (2007). Living kidney donors  
requiring transplantation: Focus on African Americans. Transplantation, 84, 647-649. 
Gift of Life Stories. (2012). Finger Lakes Donor Recovery Network.  
 197
 Retrieved from www.donorrecovery.org/stories/ 
Gill, P., & Lowes, L. (2008). Gift exchange and organ donation:  Donor  
recipient experiences and live related transplantation. International Journal of 
Nursing Studies, 45, 1607-1617. 
Gitlin, T. (1980). The whole world is watching: Mass media in the make and  
unmaking of the new left.  Berkeley: California Press. 
Glannon, W., & Friedman Ross, L. (2005).  Response to “Intrafamilial organ 
donation is often an altruistic act” by Aaron Spital. Cambridge Quarterly of 
Healthcare Ethics, 14, 191-198. 
Glaser, B., & Strauss, A. (1967). The discovery of grounded theory. Chicago: 
Aldine.  
Goffman, E. (1981).  Forms of talk. Philadelphia: Philadelphia University 
Press.  
Goldin, J. (2007). Making decisions about the future: The discounted-utility 
model. Mind Matters: The Wesleyan Journal of Psychology, 2, 49-56. 
Goldstein, E. (2008). Who framed George Lakoff? The Chronicle review. The Chronicle of 
Higher Education. Retrieved from 
http://CF5PM8SZ2L.search.serialsolutions.com/?ctx_ver-Z39.88 
Gollwitzer, P. M. (1996). The volitional benefits of planning. In P. M.  
Gollwitzer & J. E. Garth (Eds.), The Psychology of Action (pp. 287-312). New York: 
Guilford. 
Gordon, E., & Ladner, D. (2012). Gender inequities pervade organ  
transplantation access. Transplantation, 94(5), 1-2. 
Gregg, J. R. (1988). Lawse v University of Iowa Hospitals. No. 87-935.  
Retrieved from http://211.144.68.84:9998/91keshi/Public/File/30/22-3/pdf/1-s2.0-
S0955470X08000050-main.pdf 
Greenberg, J. (2007). Choice. Plenary address, American Psychoanalytic  
 198
Association.  Denver.   Published Journal of the American Psychoanalytic 
Association, 56(3), 691-707.  
Grisso, T., & Appelbaum, P. (1998).  Assessing competence to consent to  
treatment: A guide for physicians and other health professionals.  Oxford: Oxford 
University Press. 
Guest, G., Bunce, A, & Johnson, L. (2006). How many interviews are enough?  An  
 
 experiment with data saturation and variability. Field Methods, 18(1): 59-82. 
 
Gutmann, T., &  Land, W. (2008). The European Perspective. In  R. W. Gruessner 
  & E. Benedetti (Eds.), Living donor organ transplantation (pp 37-42). New 
  York: McGraw-Hill Companies.  
Halliday, M. A. K. (2004). The language of science. London & New York: 
Continuum. 
Hanoch, Y. (2002). Neither an angel nor an ant: Emotion as an aid to  
 bounded rationality. Journal of Economic Psychology, 23, 1-25. 
Harsanyi, J. (1955). Cardinal welfare, individualistic ethics and  
interpersonal comparisons of utility. Journal of Political Economy, 63, 309-321. 
Hartmann, A., Fauchald, P., Westlie, L., Brekke, B., & Holdass, H. (2003). The risk of living 
kidney donation.  Nephrology Dialysis Transplant, 18, 871-873. 
Hay, C. (2008). Prepared patients: Internet information seeking by 
new rheumatology patients.  Arthritis & Rheumatism (Arthritis Care & Research), 
59(4), 575-582. 
Haynes, R. B., Devereaux, P. J., & Guyatt, G. H. (2002). Clinical expertise in the 
  era of evidence-based medicine and patient choice. Evidence- Based  
Medicine, 7, 36-38. 
Higginbotham, N., Albrecht, G., & Connor, L. (2001). Health social science:  
 A trans-disciplinary and complexity perspective. Oxford: Oxford  
 University Press. 
 199
Hildebrand, L., Melchert, T., & Anderson, R. C.(2014). Impression management during 
evaluation and psychological reactions post-donation of living kidney donors.  
Clinical Transplantation, 28, 855-861. 
Hippen, B. (2009). In defense of a regulated market in kidneys from living 
vendors. Journal of Medicine and Philosophy, 30(6), 593-626. 
Hitlin, S. & Elder, G. H. (2007). Time, self, and the curiously abstract concept of agency. 
  Sociological Theory, 25(2), 170-191. 
Homan, R. (2003). Autonomy reconfigured: Incorporating the role of the  
unconscious  perspective. Biological Medicine, 46, 96-108.  
Hong, T. (2008). Internet health information in the patient provider 
  dialogue. CyberPsychology & Behavior, 11(5), 587-589. 
Hood, J. (2007). Orthodoxy vs. power: the defining traits of grounded theory. In A. Bryant & 
K. Charmaz (Eds.), The sage handbook of grounded theory: paperback edition. (pp. 
151-165).  London, Thousand Oaks: Sage Publications  
Horvat, L. D., Shariff, S. Z., & Garg, A. X. (2009). Global trends in the rates 
  of living kidney donation.  Kidney International, 75, 12.  
Hsee, C. K., Zhang, J., Yu, F., & Yiheng, X. (2003). Lay rationalism and  
inconsistency between predicted experience and decision.  Journal of Behavioural 
Decision Making, 16, 257-262. 
Hsee, C. K., & Hastie, R. (2006). Decision and experience: Why don’t we 
choose what makes us happy? Trends in Congnitive Sciences, 10(1), 31-37. 
Hume, D. (1939).  A treatise of human nature.  Oxford:  Oxford University Press. 
Iglesia-Marquez, R. A., Calderon, S., Santiago-Delphin, E. A., Rive-Mora,  
E., Gonzalez-Caraballo, Z., & Morales-Otero, L. (2001). The health of living kidney 
donors 20 years after donation. Transplantation Proceedings, 33, 2041-2042.  
Ilić, S., & Avramovic, M. (2002). Psychological aspects of living donor  
transplantation.  Medicine and Biology, 9(3), 195-200. 
 200
Ingelfinger, F. J. (1972). Informed (but uneducated) consent.  New England  
Journal of Medicine, 287, 465-466. 
Isotani, S., Fujisawa, M., Ichikawa, Y., Ishimura, T., Matsumoto, O., Hamami,  
G., … Kamidono, S. (2002).  Quality of life of living kidney donors: The short-form 36 
item health questionnaire survey. Urology, 60, 588-592.  
Janis, I. L., & Mann, L. (1977). Decision making: A psychological analysis of  
conflict, choice and commitment.  New York:  Free Press. 
Johnson, F. R. (2008). Why not ask? Measuring patient preferences for 
healthcare decision making. Patient, 1(4), 245-248. 
Jones, J., Payne, W. D., & Matas, A. J. (1993). The living donor - risks, benefits and related 
  concerns. Transplantation Review, 7, 115-128. 
Jowsey, S., & Schneekloth, T. (2008). Psychosocial factors in living organ  
donation: Clinical and ethical challenges. Transplantation Reviews, 22, 192-195. 
Kahn, J., & Delmonico, F. L. (2008). Con: The ethicist's perspective, the 
clinician's perspective.  In R. W. Gruessner & E. Benedetti (Eds.), Living donor organ 
transplantation (pp. 95-99). New York: McGraw-Hill Companies. 
Kahneman, D. (2000). Experienced utility and objective happiness: A  
moment-based approach.  In D. Kahneman & A. Tversky (Eds.), Choices, values and 
frames (pp. 673-692). Cambridge: Cambridge University Press.  
Kahneman, D. (2011). Thinking, fast and slow.  New York: Penguin Books. 
Kasserman, D. L. (2007). Fifty years of organ transplants: The successes and  
the failures.  Issues in Law & Medicine, 23(1), 45-69. 
Kassirer, J. P. (1983). Adding insult to injury - usurping patients  
 prerogatives.  New England Journal of Medicine, 308(15), 898-901.  
Katz, R. L. (1977). Informed consent: Is it bad medicine? Western Journal of  
Medicine, 126, 426-428. 
Katznelson, S., & Bramstedt, K. (2009). Being Sherlock Holmes: The internet  
 201
as a tool for assessing live donors. Clinical Transplantation, 23,157-16 
Kess, J. (1988). Medical interviews and doctor patient discourse. Semiotica,  
0037(68),165.  
Khakhar, A. K., Varadrajan, R & Ratner, L. E. (2008). Transperitoneal laparascopic  
nephrectomy.  In  R. W. Gruessner & E. Benedetti (Eds.),  Living donor organ 
transplantation (pp. 175-185). New York: McGraw-Hill Companies.  
Kjellstrand, C. M. (1988). Age, sex, and race inequality in renal  
 transplantation.  Archives of Internal Medicine, 148, 1305-1309. 
Kirby, K. N., & Marakovic, N. (1995). Modeling myopic decisions: Evidence 
for hyperbolic delay-discounting within subjects and amounts.  Organizational 
Behavior and Human Decision Processes, 64, 22-30. 
Kirsch, M. (2000). The myth of informed consent. American Journal of Gastroenterology, 
  95, 588-589. 
Koenig, T. (2006).  Compounding mixed-methods problems in frame 
analysis through comparative research. Qualitative Research, 6(1), 61-76.  
Kranenburg, L., Zuidema, W., Weimar, W., Itihorst, M., Izermans, J.,  
Passchier, J., & Busschbach, J. (2009). Strategies to advance living kidney donation: 
A single centre's experience. Progress in Transplantation, 19(1), 71-75.  
Kuczewski, M. (2002). The gift of  life and starfish on the beach: The ethics of organ 
procurement. American Journal of Bioethics, 2(3), 53-56.  
Kuhn, T., & Nelson, N. (2002). Reengineering identity:  A case study of multiplicity and 
duality in organisational identification. Management Communication Quarterly, 16, 5-
38.  
Lakoff, G. (2003). Framing the dems. How conservatives control political debate and how 
progressives can take it back. The American Prospect, 14(8), 32-35.  
Landolt, M. A., Henderson, A. J. Z., Barrable, W. M.,  Greenwood, S. D., McDonald, M. F., 
 202
Soos, J. G., & Landsberg, D. N. (2001). Living anonymous kidney donation: what 
does the public think? Transplantation, 71, 1690-1696. 
Lazare, A., Putnam, S. M., & Lipkin, M. (1995).  Three functions of the  
medical interview.  In M. Lipkin, S. M. Putnam & A. Lazare (Eds.), The Medical 
Interview: Clinical Care, Education, and Research (pp. 3-19). New York:  Springer-
Verlag. 
Lazarfeld, P. (1950). The logical and mathematical foundations of latent  
structure analysis. In R. Guilon (Ed.), Assessment, Measurement and Prediction (pp. 
269-303). Princeton: Princeton University Press.  
Leander, S. (2011). Gender disparity in living kidney donation.  Nephrology Nursing Journal, 
  38(1), 87-88.  
Lee, D. T. F., Woo, J. & Mackenzie, A. E. (2002).  The cultural context of adjusting to 
 
  nursing home life: Chinese elders; perspective. The Gerontologist, 42(5): 667- 
  
675. 
 
Lemaire, R. (2006). Informed consent: A contemporary myth. Journal of  
Bone and Joint Surgery, 1, 2-7. 
Lemke, J.  (1995). Textual politics: Discourse and social dynamics. London:  
 Taylor & Francis.  
Lennerling, A., & Nyberg, G. (2004). Written information for potential living 
kidney donors. Transplant International, 17, 449-453. 
Lennerling, A. (2003). Becoming a living kidney donor. Transplantation, 76, 
 1243-1247. 
Lennerling, A. (2004). The essence of living kidney donation. PhD Thesis. 
  Gothenburg. Gothenburg University.  
Lévi-Strauss, C. (1969). The elementary structures of kinship. Boston:  
Beacon Publishing. 
Levenson, J. L., & Olbrisch, M. E. (1987). Shortage of donor organs and long  
 203
waits: New sources of stress for transplant patients. Psychosomatics, 28,399-403. 
Leximancer. (2011).  From words to meaning to insight. Retrieved from 
https://www.leximancer.com 
Lincoln, Y., & Guba, E. (1985). Naturalistic Inquiry. London: Sage. 
Live Organ Donor Consensus Group. (2002). Consensus statement on the  
live organ donor.  Journal of the American Medical Association, 284(22), 2919-2926.  
Lowenstein, G. (2004) Out of control: Visceral influences on behaviour. In 
C. Camerer, G. Lowenstein,  & M. Rabin (Eds.), Advances in Behavior Economics 
(pp. 689-724). New York: Russell Sage Foundation. 
Lunsford, S. (2006). Racial disparities in living kidney donation: Is  
there a lack of willing donors or an excess of medically unsuitable candidates? 
Clinical Transplantation, 82(7), 876-881.  
Mahendran, A. O., & Veitch, P. S. (2007). Paired exchange programmes can  
expand the live kidney donor pool.  British Journal of Surgery, 94, 657-664. 
Maher, M. T. (2001). Framing an emergine paradigm or a phase of agenda 
setting? In S. Reese, O. Gandy & A. Grant (Eds.), Framing public life. Perspectives 
on media and our understanding of the social world (pp. 83-94). New Jersey: 
Lawrence Erlbaum Associates Publishers. 
Maiden, S. (2013, April 7). Cash for kidneys. The Sunday Courier Mail, p. 7. 
Majeske, R. A. (1996). In search of an ethical framework for 
consideration of decisions regarding live donation. In B. Spielman (Ed.), Organ and 
tissue donation - Ethical, legal, and policy issues (pp. 89-101). Chicago: Southern 
Illinois University Press. 
Mamzer-Bruneel, M. F. (2010). Living donors for kidney  
transplantation: Ethical and legal challenges. M S-Medecine Sciences, 26(5), 522-
525. 
Mason, M. (2010). Sample Size and Saturation in PhD Studies using qualitative  
 
 204
interviews.  Qualitative Social Research. 11(3), 8. 
 
Mauss, M. (1970). The gift: The form and reason for exchange in archaic 
 
societies. W. D. Halls (trans.).  New York: Norton. 
McClosky, R. (2008). Focus of discourse analysis. Nurse Researcher, 16 
(1), 26-27. 
McGrath, P., Pun, P., & Holewa, H. (2012). Decision-making for living 
kidney donors: An instinctual response to suffering and death. Mortality, 17(3), 201-
220. 
McGuire, P. K., Shah, G. M. S., & Murray, R. M. (1993). Increased blood  
flow in Broca’s area during auditory hallucinations in schizophrenia.  Lancet, 342, 
703-706. 
McRae, D. (2006). Every second counts: The race to transplant the first human heart.  
 London: Simon and Schuster. 
Melancon, J. K. (2010). Utilizing simultaneous, altruistic donor chain and 
desensitization to address racial disparities in living donor renal transplantation. 
Transplantation, 90, 945. 
Mellstrom, C., & Johannesson, M. (2010). Crowding out in blood donation: was Titmuss 
 right? Journal of the European Economic Association, 6(4), 845-863. 
Merleau-Ponty, M. (1962). Phenomenology of perception. London: Rutledge.  
Miller, B. (2004). Encyclopaedia of bioethics (3rd ed.).  S. Post (Ed.).  
 New York: Macmillan Reference. 
Mills, S. (1997). Discourse. New York: Routledge. 
Mjoen, G., Hallan, S., Hartmann, A., Foss, A., Midtvedt, K., Oyen, O., … Holdaas, H. 
 (2013). Long-term risks for kidney donors. Kidney International, 86(1), 162-167. 
Mohsin, N., Budruddin, M., Khalil, M., Pakkyarra, A., Jha, A., Mohammed, E., … 
Malek-Hosseini, S. A. (2007). Donor gender balance in a living-related kidney 
transplantation program in Oman. Transplantation Proceedings, 39(4), 803-806.  
 205
Montgomery, S. L. (1996). The scientific voice. New York: The Guilford Press. 
Morgan, S., Harrison,T., Chewning, L., Davis, L., & DiCorcia, M. (2007).  
Entertainment (mis)education: The framing of organ donation in entertainment 
television. Health Communication, 22(2), 143-151. 
Morse, J. (1995). The significance of saturation. Quality Health Res, 5: 147-149. 
 
Muller, S. (2009). Body integrity identity disorder (BIID) – Is the amputation 
of healthy limbs ethically justified.  American Journal of Bioethics, 9(1), 36-43. 
Murray, J., Harrison, J. H., Merrill, J., & Guild, W. (1955). Renal  
 homotransplantation in identical twins. Surgical Forum, 6, 432-436. 
Nahmias, E., Morris, S., Nadelhoffer, T., & Turner, J. (2006). Is 
incompatiblism intuitive? Philosophy and Phenomenological Research, 73(1), 28-53. 
New South Wales Human Tissue Act. (1983). New South Wales  
consolidated acts. Retrieved from 
http://www.austlii.edu.au/au/legis/nsw/consol_act/hta1983160/  
NHS Blood and Transplant. (2012).  Centre-specific reports – kidney.  
Retrieved from www.organdonation.nhs.uk/ukt/statistics/centre-
specific_reports/kidney_centre-specific_reports.asp 
Noel, X., Van Der Linden, M., & Bechara, A. (2006).  The neurocognitive 
  mechanisms of decision-making, impulse control, and loss of willpower to 
  resist drugs. Psychiatry, 3(5), 30-41. 
Nolan, M. T., Walton-Moss, B., Taylor, L., & Dane, K. (2004). Living kidney  
donor decision making: State of the science and directions for future research.  
Progress in Transplantation, 14, 201-209. 
Oien, C.M., Reisaeter, A.V., Leivestad, T., Pfeffer, P., Fauchald, P., & Os, I.  
 (2005). Gender imbalance among donors in living kidney 
transplantation: The Norwegian experience.  Nephrology Dialysis Transplantation, 
20, 783-789. 
 206
Olbrisch, M. E., Benedict, S. M., Haller, D. L., & Levenson, J. L. (2001).  
Psychosocial assessment of living organ donors: Clinical and ethical considerations. 
Progress in Transplantation, 11, 40-49. 
Organ Procurement and Transplantation Network. (2008). Retrieved from  
www.optn.org.  
Papachristou, C., Walter, M., Dietrich, K., Danzer, G., Klupp, J., Klapp, B. F.,  
 & Frommer, J. (2004). Motivation for living-donor liver  
transplantation from the donor's perspective: An in-depth qualitative research study. 
Transplantation, 78(10), 1506-1514.  
Pan, Z., & Kosicki, G. (2001). Framing as a strategic action in public  
deliberation. In S. Reese, O. Gandy, Jr., & A. Grant (Eds.),  Framing public life. 
Perspectives on media and our understanding of the social world (pp. 35-66). New 
Jersey: Lawrence Erlbaum Associates Publishers. 
Parker, L. S., & Majeske, R. A. (1995).  Incidental findings - patients 
knowledge, rights, and preferences. Journal of Clinical Ethics, 6(2),176-179. 
Patton, M. (2002). Qualitative evaluation and research methods (3rd ed.).  
 London: Sage. 
Penn-Edwards, S. (2010). computer aided phenomenography; the role of 
Leximancer computer software in phenomenographic investigation.  The Qualitative 
Report, 15(2), 252-267. 
Petersen, S., Heesacker, M., & deWitt-March, R. (2001). Medical decision 
making among cancer patients.  Journal of Counseling Psychology, 48(2), 239-244. 
Pidgeon, N. (1996). Grounded theory: Theoretical background.  In J.T. 
Richardson (Ed.), Handbook of qualitative research methods (pp. 75-85). Leicester: 
BPS. 
Plibersek, T. (2013, April 7). Meet the press [Television broadcast]. Sydney,  
Australia: Channel Ten Broadcasting Corporation. 
 207
Pomerantz, A., & Rintel, S. (2004). Practices for reporting and responding to  
test results during medical consultations: Enacting the roles of paternalism and 
independent expertise. Discourse Studies, 6, 9-17. 
Potter, J., & Wetherell, M. (1987). Discourse and social psychology: Beyond 
attitudes and behaviour. London: Sage. 
Price, D. (2000). Informed consent. Legal and ethical aspects of organ 
transplantation (pp. 269-313). Cambridge: Cambridge University Press.  
Queensland Transplantation and Anatomy Act 1979 (2006). Queensland  
Parliamentary Counsel. Part 2.11, 9. Retrieved from 
www.legislation.qld.gov.au/LEGISLTN/CURRENT/T/TransplAAnatA79.pdf 
Queensland Renal Transplant Service. (2010). Consent Information -  
Laparascopic Living Kidney Donation.  Australia: Queensland Government. 
Queensland Renal Transplant Service. (2008). Kidney Transplant Booklet.  
Transplant Services. Princess Alexandra Hospital. Australia: Queensland 
Government. 
Quintini, C., Hashimoto, K., Uso, T. D., & Miller, C. (2013). Is there an advantage of living 
over deceased donation in liver transplantation?  Transplant International, 26, 11-19. 
Rabinow, P. & Rose, N. (2006).  Biopower today. Biosocieties, 1, 195-217. 
Radcliffe-Richards, J. (2008). Pro: The philosopher's perspective.  In R.W. 
Gruessner & E. Benedetti (Eds.), Living donor organ transplantation (pp. 88-94). 
New York: McGraw-Hill Companies. 
Real, K. (2009). The symbolic and material nature of physician identity: Implications for 
physician-patient communication. Health Communication, 24, 575-587. 
Reichart, P. (2010). Donor compensation an ethical imperative.  
Transplantation Proceedings, 42(1), 124-125.   
Rennie, D. (1998). Grounded theory methodology. The pressing need for  
coherent logic of justification. Theory and Psychology, 8(1), 101-119. 
 208
Riggs, M. (2012). Why I promised to donate my kidney to a stranger.  
Retrieved from http://www.good.is/post/heal-thyself-why-i-promised-to-donate-my-
kidney-to-a-stranger 
Roberto, A. (2010). Persuading physicians to test their patients' level  
of kidney functioning: The effects of message frame and point of view. Health 
Communication, 25, 107-118.  
Robinson, J. (1998). Getting down to business talk, gaze and body  
orientation during openings of doctor-patient consultations. Human Communication 
Research, 25(1), 97-123.  
Rodrigue, J. R., &  Antonellis, T. (2008). Web-based requests for living 
organ donors: Who are the solicitors? Clinical Transplantation,  
22, 749-753. 
Roeser, S. (2010). Intuitions, emotions and gut reactions in decisions about 
  risks: Toward a different interpretation of neuroethics.  Journal of 
 Risk Research, 13(2), 175-190. 
Rose, N. (2007). The politics of life itself: Biomedicine, power and subjectivity  
in the twenty first century.  Princeton: Princeton University Press. 
Ross, L.F. (2002). Solid organ donation between strangers. Journal of Law and Medical 
 Ethics, 30, 440-445. 
Rucker, M. (1991). When the thought counts: Friendship, love, gift 
exchanges and gift returns. Advances in Consumer Research, 18, 528-531.  
Samuelson, P. (1938). A note on the pure theory of consumers' behaviour. Economica, 
 5(17), 61-71. 
Sandman, L., & Munthe, C. (2009). Shared decision-making and patient autonomy. 
Theory Medicine and Bioethics, 30, 289-310. 
Sandman, L., & Munthe, C. (2010). Shared decision making, paternalism and 
patient choice.  Health Care Annals, 18, 60-84. 
 209
Schelling, T. (1984). Choice and consequence. Harvard:  Harvard University 
  Press. 
Scheper-Hughes, N. (2001). Commodity fetishism in organ trafficking. Body 
and Society, 7(2-3), 32. 
Scheper-Hughes, N. & Lock, M., (1987). The mindful body. Medical 
Anthropology Quarterly, 1(1), 6-41.  
Scheufele, D. (1999). Framing as a theory of media effects. Journal of 
  Communication, 49(1), 103-122.  
Schino, G., & Aureli, F. (2010).  A few misunderstandings about reciprocal  
altruism. Communicative & Integrated Biology, 3(6), 561-563. 
Schroder, N. M., McDonald, L. A., Etringer, G., & Snyders, M.(2008).   
Consideration of psychosocial factors in the evaluation of living donors. Progress in 
Transplantation, 18(1), 41-49 
Schuefele, D. (1999). Framing as a theory of media effects. Journal of 
  Communication, 49(1), 103-122.  
Schweda, M. &  Schickentaz, M. (2009). Public ideas and values concerning 
the commercialization of organ donation in four European countries. Social Science 
& Medicine, 68, 1129-1136.   
Segal, J. Z. (2009). Internet health and the 21st- century patient.  Written  
Communication, 26(4), 351-369. 
Shilling, L., Norman, M. L., Chavin, K. D., Hildebrand, L. G., Lunsford, S. L., 
  Martin, M. S., … Baliga, P. K. (2006). Healthcare professionals perceptions  
of the barriers to living donor kidney transplantation among African Americans. 
Journal of the National Medical Association, 98(6), 1129-1136.  
Simmerling, M. (2005). Choosing to be harmed: Autonomy and its limits in 
living organ donor transplantation. PhD Thesis. Chicago. University of Illinois at 
Chicago.   
 210
Simmons, R. G. (1987). Gift of life: The effect of organ transplantation 
on individual, family and society dynamics (2nd ed.).  New Brunswick: Transaction 
Publishers. 
Simmons, R.G., & Anderson, C. R. (1982). Related donors and recipients:  
Five to nine years post-transplant.  Transplantation Proceedings, 14, 9-12. 
Slovic, P. (1987). Perception of risk. Science New Series, 236(4799), 285-285. 
Slovic, P., Finucane, M. L., Peters, E., & MacGregor, D. G. (2004). Risk as analysis and risk 
as feelings: some thoughts about affect, reason, risk and rationality.  Risk Analysis, 
24(2), 311-322. 
Smith, A. E., & Humphreys, M. S. (2006). Evaluation of unsupervised semantic 
mapping of natural language with Leximancer concept mapping.  Behavior Research 
Methods, 38(2), 262-279. 
Smith, D. E. (1999). Writing the social: critique, theory and investigations.   
Toronto: University of Toronto Press. 
Smith, K. (2010). Gramsci at the margins: Subjectivity and subalternity in a 
theory of hegemony. International Gramsci Journal, 2, 39-50.  
Smith Churchland, P. (2006). Moral decision-making and the brain. In  
J. Illes (Ed.), Neuroethics Defining the Issues in Theory, Practice and Policy  
( pp. 3-16). Stanford: Oxford University Press.  
Somerville, M. (1979). The duty to inform the patient or research subject  
for the purpose of obtaining “informed” consent.  Consent to Medical Care. Ottawa, 
Ontario: Law Reform Commission of Canada.  24. 
Spanos, N., & Nolan, B. (1989). Psychosocial variable associated with 
willingness to donate organs. Canadian Medical Association Journal, 141(6), 868-
869.  
Spital, A. (2001). Ethical issues in living organ donation: Donor autonomy 
  and beyond. American Journal of Kidney Diseases, 38(1), 189-195.  
 211
Spital, A. (2004). Donor benefit is the key to justified living organ donation. 
Cambridge Quarterly Healthcare Ethics, 13, 105-109. 
Spital, A. (2008). Informed consent. Donor counselling and consent.  In  
R. W. Gruessner & E. Benedetti (Eds.),  Living donor organ transplantation (pp. 47-
53). New York: McGraw-Hill Companies. 
Spital, A., &  Taylor, J. S. (2006). Living organ donation: Striking a proper 
balance and  obtaining valid consent. Transplantation, 82(9),1244- 
1245.  
Stake, R. E. (1995). The Art of Case Study Research.  London: Sage. 
Stanford Encyclopedia of Philosophy. (2002). Free will.  Retrieved from  
 www.plato.stanford.edu  
Starr, C. (1969). Social benefits versus technological risks. Science,  
65(3899),1232–1238. 
Steering Committee of the Instanbul Summit. (2008). Organ trafficking and  
transplant tourism and commercialism: The declaration of Istanbul. The Lancet, 
372(9632), 5-6.  
Stegall, M. D., Dean, P. G., & Gloor,  J. M. (2004). ABO-incompatible kidney  
 transplantation. Transplantation, 78, 635–640. 
Steiner, R. (2008). Donor counselling and consent. In  
R. W. Gruessner & E. Benedetti (Eds.),  Living donor organ transplantation (pp. 43-
46). New York: McGraw-Hill Companies.  
Steiner, R., & Gert, B. (2000). Ethical selection of living kidney donors. 
American Journal of Kidney Diseases, 36, 677.   
Stephens, C. (1996). Modelling reciprocal altruism.  British Journal for the  
Philosophy of Science, 47(4), 533-551. 
Stothers, L., Gourlay, W. A., & Liu, L. (2005). Attitudes and predictive 
 212
factors for live kidney donation: A comparison of live kidney donors versus 
nondonors. Kidney International, 67(3), 1105-1111.   
Strauss, A., & Corbin, J (1994). Grounded theory methodology. An  
overview. In N. Denzin & Y. Lincoln (Eds.), Handbook of qualitative research (pp. 
273-286). Thousand Oaks: Sage. 
Surman, O., Gukunishi, I., Allen, T., & Hertl, M. (2005). Live organ donation:  
Social context, clinical encounter and the psychology of communication. 
Psychosomatics, 46(1), 1-6. 
Swindell, J. S. (2009). Two types of autonomy. American Journal of Bioethics 
– Neuroscience, 9(1), 52-53. 
Symvoulakis, E., Stavroulaki, E., Morgan, M., & Jones, R.(2010). Kidney  
organ donation: Developing family practice initiatives to reverse inertia. BMC Health 
Services Research, 10,1-5.   
Tancredi, L. R. (2007). The neuroscience of “free will”. Behavioral Sciences  
 & the Law, 25, 295-308. 
Tankard, J. (2001). The empirical approach to the study of media framing.  
In S. Reese, O. Gandy, & A. Grant (Eds.), Framing public life. Perspectives on media 
and our understanding of the social world (pp. 95-105). New Jersey: Lawrence 
Erlbaum Associates Publishers. 
Taylor, L., & McMullen, P. (2007). Living kidney organ donation:  
Experiences of spousal support of donors. Journal of Clinical Nursing, 17, 232-241.  
Terasaki, P. L., Cecka, J. M., Gjertson, D. W., & Takemoto S. (1995). High  
survival rates of kidney transplants from spousal and living unrelated donors.  New 
England Journal of  Medicine, 333, 333–336. 
Thiel, G. T. (2005). Gender imbalance in living kidney donation in  
 Switzerland.  Transplantation Proceedings, 37, 592-594. 
Timmerman, L., Zuidema, W., Erdman, R. A. M., Kranenburg, L. W., Timman, R., 
 213
Ijzermans, J. N. M., …, Massey, E. M. (2013). Psychologic functioning of 
unspecified anonymous living kidney donors before and after donation.  
Transplantation, 95(11), 1369-1374.  
Titmuss, R. (1969). The gift relationship. From human blood to social 
policy. London: Routledge. 
Transplant Living. (2010). Living Donation. Retrieved from
 http://www.transplantliving.org/livingdonation/default.aspx 
Transplantation Society of Australia and New Zealand - TSANZ. (2014). Organ allocation 
protocols.  Retrieved from: 
http://www.tsanz.com.au/organallocationprotocols/index.asp. 
Trivers, R. L. (1971). The evolution of reciprocal altruism. The Quarterly 
Review of Biology, 46(1), 35-57. 
Tversky, A., & Kahneman, D. (1981). The framing of decisions and the  
psychology of choice. Science, 211, 453-458. 
Unger, P. (2002). Free will and scientiphicalism. Philosophy and  
 Phenomenological Research, 65(1), 1-25. 
Uniform Anatomical Gift Act. (2006). Uniform Law Commission. Retrieved from 
http://www.uniformlaws.org/Act.aspx?title=Anatomical%20Gift%20Act%20(2006) 
United Network for Organ Sharing. (2007).  Retrieved from http://www.unos.org 
UNOS Ethics Committee. (1992). Ethics of organ transplantation from living donors. 
Transplantation Proceedings, 24, 2236-2237. 
US Federal News Service. (2005) Giving the gift of life. HT Media Ltd.  
 Retrieved from http://search.proquest.com/docview/472241917? 
accountid=14723  
US Renal Data System. (2013). Transplantation Outcomes. Retrieved from 
http://www.usrds.org/atlas13.aspx 
Valapour, M. (2008). The live organ donor’s consent: Is it informed and voluntary? 
 214
  Transplantation Reviews, 22, 196-199. 
Van Dijk, T. A. (1997a). Discourse as structure and process.  
Thousand Oaks: Sage. 
Van Dijk, T. A. (1997b). Discourse as social interaction.  Thousand Oaks: 
Sage. 
VanGelder, F., Manyalich, M., Costa, A. N., & Paez, G. (2009). International  
 donation and transplantation activity IRODaT preliminary data.   
 Retrieved from  
http://www.europeantransplantcoordinators.org/uploads/pdf 
/Irodat/01%20Irodat%202009.pdf. 
Vastag, B. (2003). Living donor transplants re-examined: Experts cite  
growing concerns about safety of donors. Journal of the American Medical 
Associaton, 290, 181. 
Veatch, R. M. (1992).  Theories of medical ethics: The professional model 
  compared with the societal model. Berlin: Springer. 
Veatch, R. M. (1995). Abandoning informed consent. Hastings Center 
  Report, 25, 5-12. 
Victoria Human Tissue Act. (1982). Victoria Consolidated Legislation.  Retrieved from 
http://www.austlii.edu.au/au/legis/vic/consol_act/hta1982160/ 
Wainright, J., Cooper, M., & Bolton, L. (2008). Short term complications of living donation. 
American Journal of Transplantation, 8, 282. 
Waitzkin, H. (1984). Doctor-patient communication: Clinical implications of 
social scientific research. Journal of the American Medical  
Association, 252(17), 2441-2446. 
Waldby, C., &  Mitchell, R. (2006). Tissue economies: Blood organs and cell 
lines in late capitalism. Durham and London: Duke University Press. 
Waterman, A., Covelli, T., Caisley, L., Zerega, W., Schnitzler, M., Adams, D., & 
 215
  Hong, B. A. (2004). Potential living kidney donors' health education use and  
comfort with donation. Progress in Transplantation, 14-16 (3). 
West, C. (1983). Ask me not question: An analysis of queries and replies in  
physician-patient dialogues. In S. Fisher & A. Todd (Eds.), The social organization of 
doctor-patient communication (pp. 75-106). Washington DC: Centre for Applied 
Linguistics. 
White, R. W., & Horvitz, E. (2008). Cyberchondria: Studies of the escalation  
 of medical concerns in the Web search. Retrieved from  
 http://research.microsoft.com/apps/pubs/default.aspx?id=76529 
Whiteside, M., Mills, J., & McCalman, J. (2012). Using secondary data for 
grounded theory analysis.  Australian Social Work, 65(4), 504-516). 
Wolf, J. S., Marcovich, R., Merion, R. M., & Konnak, J. W. (2000). Prospective case 
matched comparison of hand assisted laparoscopic and open surgical live donor 
nephrectomy.  Journal of Urology, 163(6), 1650-1653.  
Wolfe, R. A., McCullough, K.P., Schaubel, D.E., Kalbfleisch, J.D., Murray, S., 
  Stegall, M. D., & Leichtman, A. B.(2008).  Calculating life years from  
transplant (LYFT): Methods for kidney and kidney-pancreas candidates.  
American Journal of Transplantation, 8(4), 997-1011. 
Wright, L., Richardson, R., & Grant, D. (2004). Ethical guidelines for the  
evaluation of living organ donors. Canadian Journal of Surgery, 47(6), 408-413. 
Wright, R. (1995). The moral animal. New York: Random House.  
Yaffe, G. (2003).  Indoctrination, coercion and freedom of will.  Philosophy  
 and Phenomenological Research, 68(2), 335-356. 
Yin, R. K. (2003). Case study research: Design and methods (3rd ed.).  
  Thousand Oaks: Sage. 
Yoo, J. H., &  Tian, Y. (2011). Effects of entertainment (mis)education:  Exposure to 
entertainment television programs and organ donation intention. Health 
 216
 Communication, 26(2), 147-158. 
Young, V. (2007).  The experience of living kidney donors. Disenfranchised grief,  
before, during and after donation. PhD Thesis. Santa Barbara.  Fielding Graduate 
University. 
Zeller, K. (2009). Just love in live organ donation. Medicine Health Care and  
Philosophy, 12, 323-331. 
Zimmerman, D., Donnelly, S., Miller, J., Stewart, D., & Albert, S. E. (2000).  
Gender disparity in living renal transplant donation. American Journal of Kidney 
Disease, 36, 534-540. 
Zink, S., Weinreib, R., Sparling, T., & Caplan, A. L. (2005). Living donation:  
Focus on public concerns - consensus statement. Clinical Transplantation, 19, 581-
586.  
Zucker, .M. (2001). Use case study methodology in nursing research. The 
 Qualitative Report, 6(2), 1-9. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 217
 
APPENDIX A 
 
Concept Maps 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
  Living Donor PA 101 
 
Nephrologist Consultation 
 
 
 
 
 219
Living Donor PA 101 
 
Surgeon Consultation 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 Daughter 
 220
Living Donor PA 102 
 
Nephrologist Consultation 
 
 
 
 
Recipient 
Name 
 221
 
Living Donor PA 102 
 
Surgeon Consultation 
 
 
 
 
Recipient 
 
 
 222
 
Living Donor PA 103 
 
Nephrologist Consultation 
 
 
 
 223
 
Living Donor PA 103 
 
Surgeon Consultation 
 
 
 224
 
Living Donor PA 104 
 
Nephrologist Consultation 
 
 
 
 
 225
Living Donor PA 104 
 
Surgeon Consultation 
 
 
 
 
 
 226
Living Donor PA 107 
 
Nephrologist Consultation 
 
 
 227
 
Living Donor PA 107 
 
Surgeon Consultation 
 
 
 228
 
Living Donor PA 108 
 
Nephrologist Consultation 
 
 
 
 229
Living Donor PA 108 
 
Surgeon Consultation 
 
 
 230
Living Donor PA 110 
 
Nephrologist Consultation 
 
 
 
 231
Living Donor PA 110 
 
Surgeon Consultation 
 
 
 
 
 232
Living Donor PA 111 
 
Nephrologist Consultation 
 
 
 233
Living Donor PA 111 
 
Surgeon Consultation 
 
 
 234
 
Living Donor PA 114 
 
Nephrologist Consultation 
 
 
 
 235
Living Donor PA 114 
 
Surgeon Consultation 
 
 
 
 236
 
Living Donor PA 115 
 
Nephrologist Consultation 
 
 
 237
Living Donor PA 115 
 
Surgeon Consultation 
 
 
 
  
APPENDIX B 
 
ETHICAL CLEARANCES 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 239
 
 240
 
 241
 
 242
 
 243
 
 244
 
 245
 
 246
 
 247
 
 248
 
 249
 
 250
 
 251
 
 
 
 
 252
APPENDIX C 
 
PARTICIPANT CONSENT TEMPLATES 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 253
       
 
 
Written Informed Patient Consent Form 
 
 
Discourse analysis of living kidney donor patient concepts and frames  
of the living organ donation process. 
“The Living Donor Study” 
 
 
       Principal Researcher:  Aimee Cunningham, PhD Candidate 
    Manager, Transplant Services 
     Institute/Hospital:  Princess Alexandra Hospital 
        Address:  Transplant Services/Queensland  
    Renal Transplant Service 
    Ipswich Road, Woolloongabba  QLD  4102 
 
               University: University of Queensland 
    English Media Studies and Art History 
    St Lucia  QLD 
 
    Telephone: 07 3176 5307 
 
 
Introduction 
 
As a potential living kidney donor, you are invited to take part in the Living Donor Study.  This 
research is being conducted to determine what living kidney donor interpretations and 
perceptions are of their donation experience. 
 
The information contained within this information sheet is very important because it tells you what 
the research project involves.  Knowing what is involved will help you decide if you want to take 
part in the research.   
 
Please make sure you read it carefully and understand it.  You might want to talk about it with a 
relative, friend or healthcare worker before deciding whether to take part.   
 
Participation in this research is voluntary.  If you don’t wish to take part, you don’t have to.  You 
will receive the best possible care whether you take part or not.   
 
 Once you have read this information and if you agree to take part, you will be asked to sign a 
consent form.  The consent form says that you have been informed about the study and gives 
permission for you to take part in the research project.  By signing it you are telling us that you: 
 
• Understand what your have read; 
• Consent to take part in the research project 
• Consent to participate in the research processes that are described; 
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• Consent to the use of your personal and health information as described. 
 
A copy of this information sheet and the consent form will be given to you to keep. 
 
 
What is the purpose of the living donor study? 
 
As part of your assessment to become a living kidney donor, your multi-disciplinary (transplant) 
team will provide you with large amounts of information to assist you in making decisions about 
your living donation and about your health.   
 
By reviewing your donation experiences and the conversations you have with the transplant 
team, the information obtained from this research will assist health care professionals to  
 
• Identify and understand how living kidney donors interpret their living donation experience 
and  
 
• Determine if there are periods during the health care professional’s discussion with 
potential living donors that might be modified or highlighted to give living donors a clearer 
perception and understanding of the information given to them relating to donation. 
 
The result of this study will be used by the researcher, Aimee Cunningham to obtain a Doctor of 
Philosophy in the area of Science Communication.  Ms Cunningham is also the Manager of 
Transplant Services at the Princess Alexandra Hospital. 
 
How many people will take part? 
 
This research project will include a limited number of patient “pairs” who are being assessed for 
living donation and transplantation in the Queensland Renal Transplant Service.   
 
Do I have to participate? 
 
Participation in any research project is voluntary.  It is your choice to take part in this research 
project.  It is important that if you should choose to participate, you do so willingly and do not feel 
pressured to take part.  If you choose to take part and then change your mind, you are free to 
stop at any time.  If you choose to stop participating, just tell the researcher and you will not be 
required to give a reason.  Whether you choose to participate or not, will NOT affect your 
assessment and care as a living donor. 
 
What do I have to do? 
 
Your participation in this study has two (2) stages that include discussions with your multi-
disciplinary team and then an interview with the researcher.   
 
Stage 1 
 
During your pre-donation clinic you will be seen by three (3) health care professionals as part of 
your normal assessment.  As a participant in the study, a voice recorder will be placed in each 
consultation room.  The researcher will not be in the room with you but the voice recorder will 
allow your conversation with your team to be recorded, and then analysed to identify different 
themes, questions and ideas you have about living donation.  This is called a discourse analysis. 
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Stage 2 
 
The researcher will analyse the recordings and will be in contact with you to schedule an 
interview.  The interview allows the researcher to ask you questions about your consultations with 
your team.  That interview will last about ½ hour to 45 minutes and will also be recorded.  The 
interview can be in person or by telephone. 
 
Your participation in the research will be concluded at that time, but you may always contact the 
researcher if you have any questions related to your interview or the consultations with your 
team. 
 
There is no fee to participate in this research project and you will not be paid for your 
participation. 
 
Duration of the Study 
 
We will be asking for participation in the living donor study for about one (1) year but your contact 
with the researcher will only include one clinic visit and one (1) interview. 
 
Are there any disadvantages or risks to participating in the Living Donor Study? 
 
The Living Donor Study is a NON invasive study.  You do not take any medication or require 
additional medical treatment.  The researcher’s role is to observe and then ask questions. 
 
If you have difficulty answering questions about your experiences as a potential living donor, then 
this could be uncomfortable for you.  In this instance, participation in this project may not be in 
your best interests. 
 
What are the benefits of taking part? 
 
We cannot guarantee or promise that you will receive any benefits from this research.  Collecting 
information from interviews for the purposes of this research allows you to share your thoughts 
and ideas about organ donation and your role as a living donor in a very individual way.  It may 
help you to clarify any questions you may have about your donation. 
 
Will my participation in the study be kept confidential? 
 
Your personal details and information from this study will be processed in accordance with the 
Privacy Act 1988 (Commonwealth) and applicable State privacy laws which are designed to 
protect you.  All of the information collected from you will be processed electronically and stored 
in a secure location for the duration of the research project.  Your identity and other information 
obtained during the study will be kept confidential and will only be used for the purposes of this 
research.   
 
Because you are part of a patient pair, your transplant recipient will be aware of your 
participation, but may not be aware of what is said during your interview.  How much you choose 
to share of this information with your own family and friends is your choice. 
 
Other than the researcher, no one will identify you as a participant or interviewee unless you 
choose to identify yourself.  The researcher will code the information obtained during your 
consultations and during your interview.  The code list will be securely maintained with other 
study data. 
 
Has anyone approved this research project? 
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The ethical aspects of this research have been approved by the Princess Alexandra Health 
Ethics Committee and the University of Queensland Human Ethics Committee and is being 
carried out in accordance with the National Statement on Ethical Conduct in Human Research 
(2007).    This statement has been developed to protect the interests of people who agree to 
participate in human research studies. 
 
What happens when the study ends? 
 
Your participation in the Living Donor Study will include three (3) recorded consultations during 
your pre-donation clinic visit and then one (1) interview with a researcher.  Once that is 
concluded, your role in the study will finish. 
 
At the completion of the one (1) year recruitment period, information from all participating pairs 
will be collectively analysed to find any common themes or perceptions about living organ 
donation. 
 
Contact for further information 
 
Thank you for reading this information sheet.  If there is anything you do not understand, or if you 
have any other questions, please ask the researcher or research supervisor at the next available 
opportunity. 
 
Contact Details: 
 
   Primary Researcher: Aimee Cunningham BSc, MScCom, CETC,  
    PhD Candidate 
    Manager, Transplant Services 
    Transplant Services, Princess Alexandra Hospital 
    Woolloongabba  QLD  4102 
 
    07 3176 5307 
 
Research Supervisors: Dr Joan Leach, BA, BS, MA, PhD 
    University of Queensland 
    English Art History and Media Studies 
    St Lucia  QLD   
 
    07 3365 3196 
 
    Professor Jonathan Fawcett, DPhil, FRCS, FRACS 
    Princess Alexandra Hospital 
    199 Ipswich Road 
    Woolloongabba  QLd  4102 
    07 3176 2513 
 
This study adheres to the Guidelines of the ethical review process of The University of 
Queensland. Whilst you are free to discuss your participation in this study with project 
staff (contactable on 3176 5307), if you have any concerns regarding your involvement in 
the study, the ethical conduct of the study or your rights as a participant, you may choose 
to speak to an independent person who is not involved with the research.  You may 
contact either an Ethics Officer of the University on 3365 3924 or alternatively you may 
contact the Research Ethics Manager at the Princess Alexandra Human Research Ethic 
Committee on 3176 5856. 
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 Written Informed Consent Form  
 
 
STUDY TITLE: 
                               Discourse analysis of living kidney donor patient      
                      concepts and  frames of the living organ donation process. 
                                              “The Living Donor Study” 
 
 
Study Number: 
 
 
Centre Number: 
 
Participant Code: 
 
Date of Birth: 
 
 
Participant’s Name: 
 
 
1. I have received a copy of the Participant Information Sheet about the “Living 
Donor Study” and I have read and understood the text, the oral instructions 
and explanations.  The explanation I have been given has mentioned both the 
possible risks and benefits of the study. 
 
2. __________________________________has told me about the contents of 
the study.  I have had time to consider whether I wish to take part in the study 
and I have had the opportunity to ask questions about the study and may 
questions have been answered to my satisfaction. 
 
3. I have had an opportunity to ask questions and I am satisfied with the 
answers I have received. 
 
4. I understand that I am not obliged to participate and may withdraw from the 
study at any time without any prejudice to my further treatment. 
 
5. I freely agree to take part in the study and to the collection and processing of 
my personal information for the purposes of this research.  I understand that 
such information will be kept confidential. 
 
6. I understand that I will be given a signed copy of this document to keep. 
 
 
Name of Participant: Signature: Date (dd/mm/year) 
   
 
Name of Witness: Signature: Date (dd/mm/year) 
   
 
Name of Investigator 
taking Informed Consent 
Signature: Date (dd/mm/year) 
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Written Informed Consent Form 
For Kidney Transplant Recipients 
 
 
Discourse analysis of living kidney donor patient concepts and frames  
of the living organ donation process. 
“The Living Donor Study” 
 
 
       Principal Researcher:  Aimee Cunningham, PhD Candidate 
    Manager, Transplant Services 
     Institute/Hospital:  Princess Alexandra Hospital 
        Address:  Transplant Services/Queensland  
    Renal Transplant Service 
    Ipswich Road, Woolloongabba  QLD  4102 
 
               University: University of Queensland 
    English Media Studies and Art History 
    St Lucia  QLD 
 
    Telephone: 07 3176 5307 
 
Introduction 
 
As a potential living kidney recipient, your donor is invited to take part in the Living Donor Study.  
This research is being conducted to determine what living kidney donor interpretations and 
perceptions are of their donation experience.  Because you and your living donor are being 
assessed together and some of the information being discussed during this project involves you, 
it is important for you to read and understand what is involved in the Living Donor Study. 
 
The information contained within this information sheet is very important because it tells you what 
the research project involves.  Knowing what is involved will help you decide if you want to take 
part in the research.   
 
Please make sure you read it carefully and understand it.  You might want to talk about it with a 
relative, friend or healthcare worker before deciding whether to take part.   
 
Participation in this research is voluntary.  If you don’t wish to take part, you don’t have to.  You 
will receive the best possible care whether you take part or not.   
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Once you have read this information and if you agree to take part, you will be asked to sign a 
consent form.  The consent form says that you have been informed about the study and gives 
permission for you to take part in the research project.  By signing it you are telling us that you: 
 
• Understand what your have read; 
• Consent to take part in the research project 
• Consent to participate in the research processes that are described; 
• Consent to the use of your personal and health information as described. 
 
A copy of this information sheet and the consent form will be given to you to keep. 
 
What is the purpose of the living donor study? 
 
As part of your and your living kidney donor’s assessment, your multi-disciplinary (transplant) 
team will provide your donor with large amounts of information to assist your donor in making 
decisions about living donation and about their health.   
 
By reviewing their donation experiences and the conversations they have with the transplant 
team, the information obtained from this research will assist health care professionals to  
 
• Identify and understand how living kidney donors interpret their living donation experience 
and  
 
• Determine if there are periods during the health care professional’s discussion with 
potential living donors that might be modified or highlighted to give living donors a clearer 
perception and understanding of the information given to them relating to donation. 
 
The result of this research will be used by the researcher, Aimee Cunningham to obtain a Doctor 
of Philosophy in the area of Science Communication.  Ms Cunningham is also the Manager of 
Transplant Services at the Princess Alexandra Hospital. 
 
How many people will take part? 
 
This research project will include a limited number of patient “pairs” who are being assessed for 
living donation and transplantation in the Queensland Renal Transplant Service.   
 
Do I have to participate? 
 
Participation in any research project is voluntary.  It is your choice to take part in this research 
project.  It is important that if you should choose to participate, you do so willingly and do not feel 
pressured to take part.  If you choose to take part and then change your mind, you are free to 
stop at any time.  If you choose to stop participating, just tell the researcher and you will not be 
required to give a reason.  Whether you choose to participate or not, will NOT affect your 
assessment and care as a kidney transplant recipient. 
 
What do I have to do? 
 
Your living donor’s participation in this study has two (2) stages that include discussions with your 
multi-disciplinary team and then an interview with the researcher.  During the first stage, you as 
the recipient may be present during these discussions. 
 
Stage 1 
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During your pre-donation and transplant clinic both you and your living donor will be seen by 
three (3) health care professionals as part of the normal assessment.  As participants in the 
study, a voice recorder will be placed in each consultation room.  The researcher will not be in 
the room with you but the voice recorder will allow your conversation with your team to be 
recorded, and then analysed to identify different themes, questions and ideas your living donor 
has about donation.  This is called a discourse analysis. 
 
Stage 2 
 
The researcher will analyse the recordings and will be in contact with your donor to schedule an 
interview.  The interview allows the researcher to ask questions about your donor’s consultations 
with the team.  That interview will last about ½ hour to 45 minutes and will also be recorded.  The 
interview can be in person or by telephone. 
 
Your participation in the research will be concluded at the completion of stage one (1), but you 
may always contact the researcher if you have any questions related to this research study. 
 
There is no fee to participate in this research project and you will not be paid for your 
participation. 
 
Duration of the Study 
 
We will be asking for participation in the living donor study for about one (1) year but your contact 
with the researcher will only include one clinic visit consisting of consultations with your living 
donor and your transplant team. 
 
Are there any disadvantages or risks to participating in the Living Donor Study? 
 
The Living Donor Study is a NON invasive study.  You do not take any medication or require 
additional medical treatment.  The researcher’s role is to observe and then ask questions. 
 
If your donor has difficulty answering questions about their experiences as a potential living donor 
and you are present during this conversation, then this could be uncomfortable for you.  In this 
instance, participation in this project may not be in your best interests. 
 
What are the benefits of taking part? 
 
We cannot guarantee or promise that you will receive any benefits from this research.  Collecting 
information from interviews for the purposes of this research allows your living donor to share 
their thoughts and ideas about organ donation and their role as a living donor in a very individual 
way.  It may help them to clarify any questions they may have about their donation and your 
transplant. 
 
Will my participation in the study be kept confidential? 
 
Your personal details and information from this study will be processed in accordance with the 
Privacy Act 1988 (Commonwealth) and applicable State privacy laws which are designed to 
protect you.  All of the information collected from you will be processed electronically and stored 
in a secure location for the duration of the research project.  Your identity and other information 
obtained during the study will be kept confidential and will only be used for the purposes of this 
research.   
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Because you are part of a patient pair, you will be aware of your donor’s participation, but may 
not be aware of what is said during their interview.  How much your living donor chooses to share 
of this information with family and friends is their choice. 
 
Other than the researcher, no one will identify you as an observer and participant unless you 
choose to identify yourself.  The researcher will code the information obtained during your 
consultations and during your interview.  The code list will be securely maintained with other 
study data. 
 
Has anyone approved this research project? 
 
The ethical aspects of this research have been approved by the Princess Alexandra Health 
Ethics Committee and the University of Queensland Human Ethics Committee and is being 
carried out in accordance with the National Statement on Ethical Conduct in Human Research 
(2007).    This statement has been developed to protect the interests of people who agree to 
participate in human research studies. 
 
What happens when the study ends? 
 
Your participation in the Living Donor Study will include three (3) recorded consultations during 
your pre-donation and transplant clinic visit – you may be present for one (1) or all of those 
depending upon you and your living donor’s circumstances.  Once that is concluded, your role in 
the study will finish. 
 
At the completion of the one (1) year recruitment period, information from all participating pairs 
will be collectively analysed to find any common themes or perceptions about living organ 
donation. 
 
Contact for further information 
 
Thank you for reading this information sheet.  If there is anything you do not understand, or if you 
have any other questions, please ask the researcher or research supervisor at the next available 
opportunity. 
 
Contact Details: 
 
  Primary Researcher: Aimee Cunningham BSc, MScCom, CETC,  
    PhD Candidate 
    Manager, Transplant Services 
    Transplant Services, Princess Alexandra Hospital 
    Woolloongabba  QLD  4102 
    07 3176 5307 
 
Research Supervisors: Dr Joan Leach, BA, BS, MA, PhD 
    University of Queensland 
    English Art History and Media Studies 
    St Lucia  QLD   
    07 3365 3196 
 
    Professor Jonathan Fawcett, DPhil, FRCS, FRACS 
    Princess Alexandra Hospital 
    199 Ipswich Road 
    Woolloongabba  QLd  4102 
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    07 3176 2513 
 
This study adheres to the Guidelines of the ethical review process of The University of 
Queensland. Whilst you are free to discuss your participation in this study with project 
staff (contactable on 3176 5307), if you have any concerns regarding your involvement in 
the study, the ethical conduct of the study or your rights as a participant, you may choose 
to speak to an independent person who is not involved with the research.  You may 
contact either an Ethics Officer of the University on 3365 3924 or alternatively you may 
contact the Research Ethics Manager at the Princess Alexandra Human Research Ethic 
Committee on 3176 5856. 
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 Written Informed Consent Form  
 
 
STUDY TITLE: 
                               Discourse analysis of living kidney donor patient      
                      concepts and  frames of the living organ donation process. 
                                              “The Living Donor Study” 
 
 
Study Number: 
 
 
Centre Number: 
 
Participant Code: 
 
Date of Birth: 
 
 
Participant’s Name: 
 
 
7. I have received a copy of the Participant Information Sheet about the “Living 
Donor Study” and I have read and understood the text, the oral instructions 
and explanations.  The explanation I have been given has mentioned both the 
possible risks and benefits of the study. 
 
8. __________________________________has told me about the contents of 
the study.  I have had time to consider whether I wish to take part in the study 
and I have had the opportunity to ask questions about the study and 
questions have been answered to my satisfaction. 
 
9. I have had an opportunity to ask questions and I am satisfied with the 
answers I have received. 
 
10. I understand that I am not obliged to participate and may withdraw from the 
study at any time without any prejudice to my further treatment. 
 
11. I freely agree to take part in the study and to the collection and processing of 
my personal information for the purposes of this research.  I understand that 
such information will be kept confidential. 
 
12. I understand that I will be given a signed copy of this document to keep. 
 
 
Name of Participant: Signature: Date (dd/mm/year) 
   
 
Name of Witness: Signature: Date (dd/mm/year) 
   
 
Name of Investigator 
taking Informed Consent 
Signature: Date (dd/mm/year) 
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Professional Participant 
Written Informed Consent Form 
 
 
Discourse analysis of living kidney donor patient concepts and frames  
of the living organ donation process. 
“The Living Donor Study” 
 
 
       Principal Researcher:  Aimee Cunningham, PhD Candidate 
    Manager, Transplant Services 
     Institute/Hospital:  Princess Alexandra Hospital 
        Address:  Transplant Services/Queensland  
    Renal Transplant Service 
    Ipswich Road, Woolloongabba  QLD  4102 
 
               University: University of Queensland 
    English Media Studies and Art History 
    St Lucia  QLD 
 
    Telephone: 07 3176 5307 
 
 
Introduction 
 
As a health care professional, you are invited to take part in the Living Donor Study.  This 
research is being conducted to determine what living kidney donor interpretations and 
perceptions are of their donation experience. 
 
The information contained within this information sheet is very important because it tells you what 
the research project involves.  Knowing what is involved will help you decide if you want to take 
part in the research.   
 
Please make sure you read it carefully and understand it.   
 
Participation in this research is voluntary.   
 
Once you have read this information and if you agree to take part, you will be asked to sign a 
consent form.  The consent form says that you have been informed about the study and gives 
permission for you to take part in the research project.  By signing it you are telling us that you: 
 
• Understand what your have read; 
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• Consent to take part in the research project 
• Consent to participate in the research processes that are described; 
• Consent to the use of your recorded conversation as part of this research. 
 
A copy of this information sheet and the consent form will be given to you to keep. 
 
 
What is the purpose of the living donor study? 
 
As part of the assessment to become a living kidney donor, the multi-disciplinary (transplant) 
team will provide large amounts of information to assist patients in making decisions about living 
donation and about their health.   
 
By reviewing living donor donation experiences and the conversations the transplant team and 
the patient, the information obtained from this research will assist health care professionals to  
 
• Identify and understand how living kidney donors interpret their living donation experience 
and  
 
• Determine if there are periods during the health care professional’s discussion with 
potential living donors that might be modified or highlighted to give living donors a clearer 
perception and understanding of the information given to them relating to donation. 
 
The result of this research will be use by the research, Aimee Cunningham to obtain a Doctor of 
Philosophy in the area of Science Communication.  Ms Cunningham is also the Manager of 
Transplant Services at the Princess Alexandra Hospital. 
 
How many people will take part? 
 
This research project will include a limited number of patient “pairs” who are being assessed for 
living donation and transplantation in the Queensland Renal Transplant Service.   
 
Do I have to participate? 
 
Participation in any research project is voluntary.  It is your choice to take part in this research 
project.  It is important that if you should choose to participate, you do so willingly and do not feel 
pressured to take part.  If you choose to take part and then change your mind, you are free to 
stop at any time.  If you choose to stop participating, just tell the researcher and you will not be 
required to give a reason.   
 
 
What do I have to do? 
 
Your participation in this study has one (1) stage that include discussions you and your patient 
during the course of a transplant assessment clinic. It is envisaged that data collected from one 
session should suffice as other transplant specialties are also involved.  
 
During the transplant clinic consultation with your patient, a voice recorder will be placed in the 
consultation room.  The researcher will not be in the room with you but the voice recorder will 
allow your conversation with patient(s) to be recorded, and then analysed to identify different 
themes, questions and ideas that patients have regarding living donation.   
 
 
The researcher will analyse the recordings. 
 266
 
Your participation in the research will be concluded at that time, but you may always contact the 
researcher if you have any questions related to this research project. 
 
There is no fee to participate in this research project and you will not be paid for your 
participation. 
 
Duration of the Study 
 
We will be asking for participation in the living donor study for about one (1) year during which 
time it is hoped that 10 patient pairs (20 individual) may be recruited for the project. 
 
Are there any disadvantages or risks to participating in the Living Donor Study? 
 
The Living Donor Study is a NON invasive study.  The researcher’s role is to observe (via the 
audio recording) and then ask questions of the living donor. 
 
What are the benefits of taking part? 
 
We cannot guarantee or promise that you will receive any benefits from this research.  Collecting 
information from interviews for the purposes of this research allows you to share your thoughts 
and ideas about organ donation and your role as health care specialist a very individual way.  It 
may help you to clarify any questions you may have about your communication style with your 
patients. 
 
Will my participation in the study be kept confidential? 
 
Your personal details and information from this study will be processed in accordance with the 
Privacy Act 1988 (Commonwealth) and applicable State privacy laws which are designed to 
protect you.  All of the information collected from you will be processed electronically and stored 
in a secure location for the duration of the research project.  Your identity and other information 
obtained during the study will be kept confidential and will only be used for the purposes of this 
research.   
 
The researcher will code the information obtained during your consultations and during your 
interview.  The code list will be securely maintained with other study data. 
 
 
Has anyone approved this research project? 
 
The ethical aspects of this research have been approved by the Princess Alexandra Health 
Ethics Committee and the University of Queensland Human Ethics Committee and is being 
carried out in accordance with the National Statement on Ethical Conduct in Human Research 
(2007).    This statement has been developed to protect the interests of people who agree to 
participate in human research studies. 
 
What happens when the study ends? 
 
At the completion of the one (1) year recruitment period, information from all participating pairs 
will be collectively analysed to find any common themes or perceptions about living organ 
donation. 
 
Contact for further information 
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Thank you for reading this information sheet.  If there is anything you do not understand, or if you 
have any other questions, please ask the researcher or research supervisor at the next available 
opportunity. 
 
Contact Details: 
 
Primary Researcher: Aimee Cunningham BSc, MScCom, CETC,  
    PhD Candidate 
    Manager, Transplant Services 
    Transplant Services, Princess Alexandra Hospital 
    Woolloongabba  QLD  4102 
    07 3176 5307 
 
Research Supervisors: Dr Joan Leach, BA, BS, MA, PhD 
    University of Queensland 
    English Art History and Media Studies 
    St Lucia  QLD   
    07 3365 3196 
 
    Professor Jonathan Fawcett, DPhil, FRCS, FRACS 
    Princess Alexandra Hospital 
    199 Ipswich Road 
    Woolloongabba  Qld  4102 
    07 3176 2513 
 
This study adheres to the Guidelines of the ethical review process of The University of 
Queensland. Whilst you are free to discuss your participation in this study with project 
staff (contactable on 3176 5307), if you have any concerns regarding your involvement in 
the study, the ethical conduct of the study or your rights as a participant, you may choose 
to speak to an independent person who is not involved with the research.  You may 
contact either an Ethics Officer of the University on 3365 3924 or alternatively you may 
contact the Research Ethics Manager at the Princess Alexandra Human Research Ethic 
Committee on 3176 5856. 
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 Written Informed Consent Form  
 
 
STUDY TITLE: 
                               Discourse analysis of living kidney donor patient      
                      concepts and  frames of the living organ donation process. 
                                              “The Living Donor Study” 
 
 
Study Number: 
 
 
Centre Number: 
 
Participant Code: 
 
Date of Birth: 
 
 
Participant’s Name: 
 
 
13. I have received a copy of the Participant Information Sheet about the “Living 
Donor Study” and I have read and understood the text, the oral instructions 
and explanations.  The explanation I have been given has mentioned both the 
possible risks and benefits of the study. 
 
14. __________________________________has told me about the contents of 
the study.  I have had time to consider whether I wish to take part in the study 
and I have had the opportunity to ask questions about the study and may 
questions have been answered to my satisfaction. 
 
15. I have had an opportunity to ask questions and I am satisfied with the 
answers I have received. 
 
16. I understand that I am not obliged to participate and may withdraw from the 
study at any time without any prejudice to my further treatment. 
 
17. I freely agree to take part in the study and to the collection and processing of 
my personal information for the purposes of this research.  I understand that 
such information will be kept confidential. 
 
18. I understand that I will be given a signed copy of this document to keep. 
 
 
Name of Participant: Signature: Date (dd/mm/year) 
   
 
Name of Witness: Signature: Date (dd/mm/year) 
   
 
Name of Investigator 
taking Informed Consent 
Signature: Date (dd/mm/year) 
   
 
 
 
